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ABSTRACT 
Parkinson's Disease: An Investigation of Relevant Marital 
and Family Factors 
Joseph R. Hunter, M.A. 
August, 1989 
T~e purpose of this study was to (a) examine the 
degree of caregiver burden experienced by spousal 
caregivers of persons suffering from idiopathic Parkinson's 
disease (PD) ; (b) explore factors believed to be associated 
with caregiver burden; and (c) investigate factors believed 
to be correlated with the amount of assistance in 
activities of daily living required by the patient. These 
factors included marital satisfaction, marital cohesion, 
marital adaptability, severity of illness, quality and 
quantity of family contact, and demographic data. 
Forty-three spousal caregivers and 42 PD patients 
recruited from the Dallas Area Parkinsonism Society (DAPS) 
participated in this investigation. Caregiver burden was 
evaluated by Zarit's Burden Interview; the amount of 
assistance required in daily living activities was measured 
by The Index of Independence in Activities of Daily Living 
vii 
(ADL). Measures were taken on levels of marital 
satisfaction, marital cohesion, and marital adaptability by 
the use of the Dyadic Adjustment Scale (DAS) and the Family 
Adaptability and Cohesion Scales III (FACES III), 
respectively. Severity of illness was determined by the 
patient's physician. 
The data were analyzed through the use of a chi-square 
goodness of fit test, a series of multiple regression 
analyses, a two-group discriminant function analysis, and a 
multiple discriminant function analysis. A series of 
independent t-tests were also conducted to ascertain 
whether or not the average burden score generated from this 
sample differed from mean burden scores of dementia 
caregivers taken from the research literature. 
Results revealed a significantly higher frequency of 
mild to severe cases of burden than cases of little or no 
burden; however, the average burden score of this sample 
was significantly lower than reported burden levels of 
caregivers of dementia patients. While only severity of 
illness was found to be significantly related to ADL, 
several variables were significantly associated with 
caregiver burden. In particular, higher amounts of 
assistance in ADL and lower levels of caregiver marital 
viii 
cohesion were correlated with higher caregiver burden. A 
discriminant function analysis successfully discriminated a 
group of caregivers who reported lower burden despite 
caring for a severely impaired spouse from a group of 
caregivers who reported higher burden in caring for a 
severely impaired spouse. Implications of these findings 
were discussed along with suggestions for future research. 
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CHAPTER I 
INTRODUCTION 
Parkinson's Disease (PD) is a chronic, progressive 
neurological disorder which typically begins after the age 
of 40 and is characterized by tremor, rigidity, akinesia, 
and loss of postural reflexes (Langston, Irwin, & Ricaurte, 
1987). Researchers estimate that as many as one and a half 
million people in the United States alone suffer from PD 
with the illness affecting approximately one percent of the 
American population above the age of 65 (Lieberman, Koslow, 
& Maestrone, 1987; Parkinson's Disease Foundation, 1983). 
The disease is slightly more common in men than women and 
roughly 75% of all patients develop the malady between the 
ages of 50 and 65 with the average age of onset being 60 
(Duvoisin, 1984; Stern & Lees, 1981). While these numbers 
alone are certainly impressive, they become even more so 
when one considers that this debilitating illness touches 
the lives of all those who surround the Parkinsonian 
patient, especially the patient's spouse. 
Ample evidence exists which supports the crucial role 
that the family plays in caring for the ill elderly (Brody, 
1988); however, due to the tremendous strain imposed by a 
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chronic illness, caregivers themselves are at risk for 
emotional and physical exhaustion. Spouses are especially 
vulnerable to these dangers since they are frequently 
called upon to act as primary providers of emotional 
support and instrumental services to their physically ill 
and functionally impaired partners (Cantor, 1983). The 
study of how a chronic illness such as PD affects the 
couple in later life is of obvious importance when one 
considers that by the year 2030, it is estimated that 
people 65 or over will number roughly 64.6 million or 21.2% 
of America's population (U.S. Bureau of Census, 1984). 
Without question, a large portion of the elderly will be 
married and faced with the task of coping with a chronic 
illness and its attendant psychological and emotional 
strains and stresses. 
In general, for couples in later life to function 
successfully and adapt to new developmental needs and 
challenges, flexibility in structure, roles and responses 
is required (Walsh, 1980). Patterns which have been useful 
in earlier developmental stages may no longer be 
appropriate, especially if illness in a significant member 
requires that others be called upon to assume new roles and 
responsibilities. Atchely (1988) contends that successful 
couples in later life often demonstrate a high degree of 
interdependence, particularly in terms of caring for one 
another in times of illness. However, major problems can 
result when the care-giving shifts from interdependence to 
dependence, a situation in which the ill spouse can no 
longer reciprocate. 
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The more able spouse may feel resentment at the one-
sided flow of attention and energy, and the reduction 
of equality between spouses may reduce the intimacy 
between them as well. Most spouses do what is needed 
if they can, and most could use more emotional 
support, aid, and counseling than they get. (Atchley, 
1988, p. 141) 
Unfortunately, the mental health profession has been 
slow to respond to the needs of older adults and their 
families despite the fact that adults over 65 are the group 
most susceptible to mental illness (Butler, 1975; Walsh, 
1980). Functional problems in the family or marital 
relationship may be effectively "hidden" since older adults 
are more likely to present with somatic rather than 
emotional problems (Walsh, 1980). Clinicians too often 
fail to explore fully the patient's family system ignoring 
the potential significance of an overfunctioning, well 
spouse or other pertinent family stresses. As Walsh (1980) 
aptly notes, the evergrowing elderly population as well as 
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the shifting composition of family networks demand that 
clinicians and researchers develop new and more flexible 
conceptualizations for understanding family functioning and 
dysfunctioning in later life. 
At present, the literature contains little systematic 
study of the impact of PD on the patient's spouse or 
family; what does exist is mainly anecdotal in nature or 
stems from clinical observations. This investigation was 
concerned with examining the impact of PD on the well-being 
of the caregiving spouse and the marital relationship. 
Statement of the Problem 
The purpose of the present study was two-fold. First, 
it examined the degree of burden experienced by spousal 
caregivers of persons suffering from idiopathic Parkinson's 
disease (PD). Second, factors believed to be associated 
with reported level of caregiver burden and the amount of 
assistance in daily living activities required by the 
patient were investigated; such factors included marital 
satisfaction, marital cohesion and adaptability, severity 
of illness, quality and quantity of family contact, and 
demographic data. More specifically, the following 
hypotheses were tested: 
1. Spousal caregivers of persons with PD will report 
higher frequencies of mild to moderate and moderate to 
severe feelings of burden as opposed to little or no 
burden. Experienced burden will be measured by Zarit's 
22-item Burden Interview. 
2. The degree of marital satisfaction as measured by 
the Dyadic Adjustment Scale (DAS) will be significantly 
associated with the degree of burden perceived by the 
spousal caregiver. Spouses reporting greater marital 
satisfaction will report lower levels of perceived burden. 
3. The frequency and quality of nuclear and/or 
extended family contact will be significantly associated 
with the degree of perceived burden of spousal caregivers. 
Frequent, supportive family contacts reported by the 
caregiver will be associated with lower levels of burden. 
Frequent, stressful family contacts reported by the 
caregiver will be associated with higher levels of buFden. 
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4. Severity of PD as measured by Hoehn and Yahr's 
five-stage level of clinical disability will be 
significantly associated with feelings of caregiver burden. 
Greater degrees of disease severity will be associated with 
higher levels of burden. 
5. The degree of marital satisfaction as measured by 
t he DAS will be more predictive than severity of disease of 
6 
caregiver level of perceived burden. 
6. The frequency and quality of nuclear and/or 
extended family contact will be more predictive than 
severity of disease of caregiver level of perceived burden. 
7. There will be a significant direct relationship 
between the caregiver's perceived level of marital cohesion 
as measured by the FACES III and feelings of burden by the 
caregiver. Cohesion scores in the enmeshment range (higher 
scores) will be associated with higher levels of burden. 
8. There will be a significant inverse relationship 
between the caregiver's perceived level of marital 
adaptability as measured by the FACES III and feelings of 
burden by the caregiver. Adaptability scores in the 
rigid range (lower scores) will be associated with higher 
levels of burden. 
9. There will be a significant direct relationship 
between the PD patient's perceived level of marital 
cohesion and feelings of burden by the caregiver. Cohesion 
scores in the enmeshment range (higher scores) will be 
associated with higher levels of burden. 
10. There will be a significant inverse relationship 
between the PD patient's perceived level of marital 
adaptability and feelings of burden by the caregiver. 
Adaptability scores in the rigid range (lower scores) will 
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be associated with 'higher levels of burden. 
11. The degree of marital satisfaction as measured by 
the DAS will be significantly associated with the amount of 
assistance in daily living required by the PD patient as 
measured by the ADL. Higher ADL scores will be associated 
with lower levels of marital satisfaction. 
12. Severity of IPD as measured by Hoehn and Yahr's 
five-stage level of clinical disability will be 
significantly associated with the amount of assistance in 
daily living required by the PD patient. Greater degrees 
of disease severity will be associated with higher ADL 
scores. 
13. There will be a significant direct relationship 
between the amount of assistance in daily living required 
by the PD patient and the caregiver's perceived level of 
marital cohesion as measured by the FACES III. Cohesion 
scores in the enmeshed range (higher scores) will be 
associated with higher ADL scores. 
14. There will be a significant inverse relationship 
between the amount of assistance in daily living required 
by the PD patient and the caregiver's perceived level of 
marital adaptability as measured by the FACES III. 
Adaptability scores in the rigid range (lower scores) will 
be associated with higher ADL scores. 
15. There will be a significant direct relationship 
between the amount of assistance in daily living required 
by the PD patient and the patient's perceived level of 
marital cohesion. Cohesion scores in the enmeshed range 
(higher scores) will be associated with higher ADL scores. 
16. There will be a significant inverse relationship 
between the amount of assistance in daily living required 
by the PD patient and the patient's perceived level of 
marital adaptability. Adaptability scores in the rigid 
range (lower scores) will be associated with higher ADL 
scores. 
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CHAPTER II 
REVIEW OF THE LITERATURE 
Parkinson's Disease 
In order to understand and appreciate the tremendous 
impact PD has upon the marital relationship, an overview of 
the disease itself should prove useful. The first coherent 
description of Parkinson's Disease was provided in 1817 by 
James Parkinson, an English physician and amateur 
geologist, in a brief monograph entitled An Essay on the 
Shaking Palsy (Duvoisin, 1987). Basing his observations on 
six patients, only one of whom he followed throughout the 
course of the illness, Parkinson described the patient with 
clarity and precision, capturing what are still considered, 
e ven today, the classic features of the illness: tremor, 
rigidity, and bradykinesia. Tremor usually begins in one 
hand and tends to occur when the affected limb is at rest 
and then diminishes or even disappears during voluntary 
movements (Stern & Lees, 1981). During the early stages of 
the disease, tremor may be brief and more noticeable during 
times of fatigue or emotional stress. In the later stages, 
the tremor may fluctuate considerably in intensity and 
duration. Although tremor is generally the most 
9 
conspicuous of the symptoms, and perhaps the most 
embarrassing, it often proves to be the least disabling. 
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: ~igidity entails muscle stiffness, soreness, or 
cramping and causes back pain, poor balance, propulsion and 
-. 
falling (Dakof & Mendelsohn, 1986). Termed "cogwheel 
rigidity" due to its regular, rhythmical jerking quality, 
this condition can affect a person's arms and legs either 
;,---
unilaterally or bilaterally:_) LThe third major symptom, 
bradykinesia, is meant to describe slowness and poverty of 
voluntary movements and includes delay in initiation as 
well as difficulty in performing rapid, repetitive tasks 
(Stern & Lees, 1981) .] Usually considered the most 
disabling symptom of Parkinson's Disease, bradykinesia not 
only makes the everyday tasks of living difficult, but also 
is responsible for facial immobility or masking, infrequent 
blinking, and paucity of normal gesture. Additional 
symptoms and difficulties often faced by the Parkinsonian 
patient include: various minor aches and pains due to 
rigidity, changes in posture, trouble with walking, speech 
impairment, difficulty in swallowing, and visual problems 
(Duvoisin, 1984) • 
In addition to the impact which PD has upon a person's 
level of physical activity, the illness often significantly 
affects one's cognitive and emotional functioning (Dakof & 
11 
Mendelsohn, 1986). It is commonly accepted that depression 
frequently accompanies PO, although the causes are as yet 
unknown. A biochemical basis of depression has enjoyed the 
most attention with support stemming from the massive 
dopamine (OA) depletion characteristic of PO as well as the 
significant reduction of other transmitter systems (Harvey, 
1986; Mayeux, Stern, & Williams, 1984). Oakof and 
Mendelsohn (1986) reviewed numerous studies regarding the 
current status of depression among Parkinson's patients and 
concluded that while depression appeared to be exhibited in 
30-40% of Parkinsonians, it was not clearly associated with 
level of disease, gender differences, or psychiatric 
history. Not surprisingly, the authors surmised that while 
depression frequently accompanies PO, little is known about 
its etiology or the extent of the biological and 
psychosocial factors which influence its course. 
Mayeux and Stern (1983) found that 20% to 30% of PD 
patients suffer cognitive impairment sufficient enough to 
cause pronounced difficulties in their lives. After 
considering the available research on PO and intellectual 
impairment, Oakof and Mendelsohn (1986) concluded that 
while the mean IQ level of PD patients remained in the 
normal range, it averaged five to ten points lower than 
age- and education-matched control subjects. Cognitive 
difficulties among PD patients included bradyphrenia, or a 
slowing down of thinking processes, difficulty in 
comprehending and analyzing new material, and a decline in 
recent memory. As with depression and PD, the authors 
found many more questions than answers regarding cognitive 
impairment and PD. While acknowledging the possible 
neuropathological link between cognitive deficit and PD, 
the authors argued that such a decline in intellectual 
function could be, in part, a consequence of the patient's 
lowered self esteem or self-confidence as well as reduced 
exposure to environmental stimulation and social 
interaction. 
Pathophysiology 
Striatal dopamine loss has long been considered the 
hallmark of PD as evidenced by degeneration of pigmented 
nerve cells of the substantia nigra in the basal ganglia 
(Stern & Lees, 1981). The nigrostriatal system originates 
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from dopaminergic cells in the substantia nigra zona pars 
compacta; these cells form a neuronal pathway to the 
caudate nucleus and putamen, collectively known as the 
striatum (Lang, 1987). Therefore, damage to the substantia 
nigra reduces or prevents the production and transport of 
dopamine to the striatum. Post-mortem examination of the 
brain of a Parkinson's patient reveals a greatly reduced 
number of pigmented nigral neurons, often containing 
particles called Lewy bodies which consist of concentric 
masses of amorphous material with a dark core and a pale 
halo (Stern & Lees, 1981). Although the dopaminergic 
neuron and nigrostriatal system remain the prime index of 
PD, serotonergic and noradrenergic neurons are also 
affected, particularly in the locus coeruleus, a 
noradrenergic nerve cell group located in the pons (Forno, 
Langston, Delanney, Irwin, & Ricuarte, 1986). 
The first clinical symptoms of PD do not usually 
appear until at least an 80% loss of pigmented nigral 
neurons occurs; this condition is associated with a 
likewise 80% depletion of striatal dopamine (Lieberman, 
Koslow, & Maestrone, 1987). Kish, Shannak, and 
Kornykiewicz (1988) examined the pattern and degree of 
dopamine loss in eight PD patients at autopsy and based 
upon their findings concluded that the motor deficits 
commonly characteristic of PD were a consequence of DA loss 
in the putamen. They further stated that -higher cognitive 
deficits were most likely due to DA loss in the caudate 
nucleus. 
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Etiology 
Although it is well accepted that lesions to the zona 
compacta of the substantia nigra produce the Parkinsonian 
syndrome, the actual cause of Parkinsonism remains a 
mystery (McGeer, McGeer, Itagaki, & Mizukawa, 1987) . --
Etiological candidates have included genetic factors, 
viruses, and environmental agents (Calne et al., 1987; 
Koller, O'Hara, Nutt, Young, & Rubino, 1986; Ward et al., 
1983). Koller et al. (1985) reported case studies of 
concordant monozygotic twins with PO and admitted that 
while such was rare, it did support the notion of a PO 
subset of genetic origin. Conversely, ouvoisin (1984) has 
argued that there exists strong evidence against a genetic 
cause in Parkinson's disease. - Indeed, several recent 
studies have found little evidence to suggest a genetic 
link (Calne et al., 1987; Ward et al., 1985) . -
While no environmental agent has been demonstrated to 
conclusively cause PO, 1-methyl-4-phenyl-1,2,3,6-
tetrahydropyridine (MPTP), a neurotoxin, produces a 
clinical picture closely resembling PO when administered 
systemically to humans and monkeys (Ballard, Tetrud, & 
Langston, 1985; Forno et al., 1986). Other studies have ~ 
attempted to implicate early exposure to a rural 
environment with the later development of PD (Rajput 
14 
et al., 1987; Schoenbert, 1987). Although no herbicides, 
pesticides, or metallic substances were linked to PD, 
results supported the link between early age exposure to a 
rural environment and PD and further suggested that well 
water might be a likely vehicle for transmission. 
Researchers have even begun to postulate that the 
disease is not a homogeneous entity (Barbeau, 1984; Roy, 
Boyer, & Barbeau, 1983; Zetusky, Jankovic, & Pirozzolo, 
1985). Barbeau and his colleagues (1984, 1985) suggested 
that PD consists of four subtypes: postencephalitic, 
idiopathic, genetic, and symptomatic; Zetusky, Jankovic, 
and Pirozzolo (1985) examined 334 patients with 
"idiopathic" PD and classified most patients into two -
categories: tremor-dominant and akinetic-rigid (i.e., 
prominent clinical feature was postural instability and 
gait difficulty). In conclusion, much is still unknown---.! 
regarding the etiology of PD and it is likely that a 
variety of factors, including the effects of normal aging, 
will be found to cause PD (Calne & Peppard, 1987). 
Treatment 
The most effective treatment for PD is concerned with 
increasing the dopamine concentration in the basal ganglia, 
especially in the region of the nigrostriatal pathways. 
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Because DA itself does not cross the blood brain barrier, 
levodopa, the metabolic precursor of dopamine, is given 
(Aminoff, 1987). Carbidopa, a peripheral dopa-
decarboxylase inhibitor, is usually combined with levodopa 
(Sinemet) to prevent excessive extracerebral metabolism of 
levodopa, thereby enhancing the eventual DA concentration 
in the brain. The administration of levodopa is usually 
effective for the cardinal symptoms of PD but is not 
without consequences. Early adverse reactions include 
anorexia, nausea, and vomiting. After a period of time, 
levodopa treatment can also lead to a wide variety of 
dyskinesias and mental side effects such as confusion and 
even psychotic states. 
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More disturbing is the proposed link between L-Dopa 
and psychosis. Klawans (1982) proposed two types of L-
Dopa-induced psychoses: early-onset psychosis and late-
onset psychosis. PD patients suffering drug-induced early-
onset psychosis tend to have a history of psychiatric 
symptoms while those exhibiting drug-induced late-onset 
psychosis generally have no such history. Klawans 
described a pattern which begins with sleep difficulties, 
followed by vivid dreams which in turn give way to visual 
and auditory hallucinations and finally a pure paranoid 
delusional system. 
Patients also complain of fluctuations between 
mobility and immobility, the "on-off" phenomenon, and 
briefer periods of benefit from each dose, the "wearing-
off" effect. "Drug holidays" are often suggested by 
physicians to relieve the adverse side effects caused by 
levodopa therapy; however, such abstinence is potentially 
dangerous to the patient and highly stressful to their 
families (Aminoff, 1987). 
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In addition to levodopa, other medications are used to 
treat PD. Bromocriptine, a dopamine agonist, combined with 
levodopa has been found to produce significant improvement 
in the management of PD (Teychenne, Bergsrud, Elton, & 
Racy, 1986). The addition of bromocriptine aids in 
preventing dykinesia, the wearing-off response, and the on-
off phenomenon. Unfortunately, many patients cannot 
tolerate bromocriptine and suffer adverse side effects 
including nightmares, hallucinations, and paranoid 
delusions. Physical complications include nausea, 
orthostatic hypotension, and angina pectoris. 
Anticholinergic drugs, such as diphenhydramine HCl 
(Benadryl), are usually prescribed upon initial diagnosis 
of PD and help reduce tremor and rigidity (Aminoff, 1987) · 
Treatment of depression, a common symptom of PD, has 
involved electroconvulsive therapy (ECT), antidepressant 
medication, most notably tricyclics, and group physical 
therapy (Dakof & Mendelsohn, 1986; Klawans, 1982). 
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Recently, investigators have begun attempts to replace 
lost nigrostriatal brain tissue with new tissue taken 
either from embryonic donors or body organs other than the 
brain (Lieberman, Koslow, & Maestrone, 1987; Perlow, 1987). 
At present, this neurosurgical approach to dopamine-
replacement therapy has produced mixed results and debate 
continues over the correct implantation site (Backlund, 
Olson, Seiger, & Lindvall, 1986; Kish, Shannak, & 
Hornykiewicz, 1988; Lieberman, Koslow, & Maestrone, 1987; 
Madrazo et al., 1987). 
Finally, physical therapy, occupational therapy, 
speech therapy, and psychosocial group therapy have also 
been used to help curtail the detrimental effects of 
immobility, social isolation, and psychological withdrawal 
(Szekely, Kosanovich, & Sheppard, 1982). 
In summary, PD exacts a tremendous toll upon a 
person's physical, mental, and emotional functioning. As 
Stern and Lees (1981) note, no one patient resembles 
another exactly in the course and severity of the disease 
and each one has his or her unique problems. Yet when the 
d iagnosis of PD is confirmed, the patient and his or her 
spouse face a disease that is progressively crippling and 
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almost always shortens one's life expectancy. It has been 
estimated that the mortality rate of PD patients is three 
times that of the general population of the same age, sex, 
and race ·(Hoehn & Yahr, 1967). And although death 
certificates often do not list PD as cause of death, the 
illness is usually a primary factor (e.g., bronchopneumonia 
resulting from exaggerated postoperative immobility). 
Psychosocial Impact of PD on the Patient 
The study of the psychosocial impact of PD on the 
individual patient not only provides a revealing portrait 
of the disease process at the individual level but also 
points to the need for research and evaluation of how the 
illness affects and is affected by marital and family 
relationships (Dakof & Mendelsohn, 1986, 1988; Esibill, 
1983; Singer, 1973, 1974a, 1974b, 1976). In a series of 
early studies, Singer investigated the effects of PD on a 
patient's social functioning and attitude toward life. 
After examining the social costs of the disease, Singer 
(1973, 1976) concluded that PD, like most chronic 
illnesses, leads to a premature social aging of the 
individual. In other words, the activity levels of the PD 
patient were found to correspond to those of people who are 
chronologically older. Results indicated that PD patients 
were less likely to be employed outside the home or be 
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active in household management than their counterparts in 
the general population. Furthermore, Parkinsonians were 
more likely to engage in passive activities such as 
watching t.v. or napping, experience feelings of boredom 
and loneliness, curtail their social activities and become 
isolated from interpersonal contact. Based upon the data 
collected, Singer believed this situation appeared to be 
especially true for younger Parkinsonians (i.e., under age 
65) who are more likely to feel socially unacceptable or 
stigmatized than their older counterparts (i.e., 65 and 
over) . 
Singer (1974a, 1974b) also examined the treatment 
effect of levodopa therapy on PD patients' social 
functioning and outlook on life. Her findings indicated 
that levodopa indeed had a beneficial effect on a patient's 
social and psychological functioning as measured by 
performance in the areas of work, leisure activities, and 
measures of depression and life satisfaction. However, the 
author concluded that, at best, levodopa can only conserve 
social functioning rather than reverse a prior decline and 
only do so in a small way. 
Singer's results also suggested that sick-role 
attitudes and the expectations of others as perceived by 
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the patient exert a significant effect on patient 
improvement. Patients who tended to take a relatively 
cheerful, accepting attitude toward their illness benefited 
significantly more from treatment on measures of 
posttreatment activity, social participation, and enjoyment 
of life as opposed to those patients who assumed a more 
pessimistic view. Greater improvement in relation to 
posttreatment activity level and feelings of enjoyment was 
also associated with the perception that others' 
expectations were not excessive. 
Esibill (1983) claimed that the impact of PD on 
sexuality and intimate relationships can be profound due to 
the physical symptomatology associated with PD such as the 
masklike facial expression, halting speech, drooling, 
muscle rigidity, and tremor. In a pilot study, she 
reported that four of five PD patients claimed to have 
sexual difficulties related to their disease. Two patients 
noted impotence and two cited premature ejaculation as 
problematic. 
Dakof and Mendelsohn (1988), using the Q-sort 
technique as well as additional measures, studied 44 PD 
patients between the ages of 50 and 80 about the effects of 
the disease on their lives. The authors identified four 
clusters of patients, the first of which they described as 
"sanguine and engaged." This first cluster had mild to 
moderate physical impairment and chose items which 
indicated a positive outlook on life and a belief that 
their actions and attitudes could affect the course of 
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their illness. Interestingly, the second cluster, although 
no less and no more physically impaired by PD, were 
characterized as "depressed and worried." Besides feeling 
distressed and anxious, members of this cluster were 
particularly distinguished by their reported feelings of 
anxiety. Such anxiety centered around future physical 
deterioration and its consequences, especially their loss 
of independence and the increased burden on their families. 
The third and fourth clusters were designated 
"depressed and misunderstood" and "passive and resigned," 
respectively. The third cluster evidenced feelings of 
isolation and a sense of powerlessness and increasing 
dependency, especially in relation to their families. 
Unlike the third cluster, the fourth cluster appeared to 
accept their dependency on others, usually their spouse, 
and characterized themselves as damaged and ineffective. 
The researchers concluded that disease severity appeared to 
be the critical factor in the patterns of adaptation 
demonstrated by the patients in the third and fourth 
clusters; therefore, it is likely that when physical 
impairment is sufficiently severe, the physical condition 
itself becomes the major force affecting adaptational 
patterns. 
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However, patients in clusters one and two did not 
differ in terms of disease severity (i.e., moderate 
impairment) and yet those patients in cluster one were 
depicted as in sound psychological condition while those in 
cluster two were considered dysphoric and apprehensive. 
The authors stated that the data collected could not 
adequately account for these differences and suggested that 
premorbid personality, past experience, and the nature of 
the couples' relationship could be important factors in 
explaining the discrepancy. 
Impact of PD on the Marital and Family system 
In a review of the psychological aspects of PD, Dakof 
and Mendelsohn (1986) asserted that virtually no 
information exists on the impact of social interactions 
concerning the alleviation or intensification of depressive 
and cognitive symptomatology. In addition, little was 
known with regard to how some patients and their families 
achieve success in coping with the limitations imposed by 
the disease. The authors argued for an expanded range of 
study of social factors which influence the course of the 
disease stating that, "We are, for example, largely 
ignorant of • • • the psychosocial factors that act as 
buffers against psychological distress, and how the 
patients' social environment affects and is affected by 
their illness" (Dakof & Mendelsohn, 1986, pp. 384--385). 
Indeed, it appears that while a significant amount of 
attention has been given the individual Parkinsonian, only 
a few studies have examined how PD affects and is affected 
by other family members. In evaluating the efficacy of 
group physical therapy for PD patients, Minnigh (1971) 
stressed the importance of including family members in the 
treatment program and noted that, unfortunately, many of 
their therapeutic efforts were sabotaged by family members. 
Szekely, Kosanovich, and Sheppard (1982) conducted a pilot 
project designed to test the effects of physical and group 
therapy of PD patients; family members were included in the 
physical therapy sessions as well as meeting separately to 
discuss their own feelings which included frustration, 
anger, depression and guilt. Although their work produced 
only minimal improvements on measures of motor function for 
the PD patient, the authors were encouraged by the 
subjective reports of improvement by patients and family 
members alike. Like Minnigh, they also concluded that 
inclusion of the family in the treatment of the PD patients 
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was important in maximizing the effects of a treatment 
regimen. 
In a recent work detailed above, Dakof and Mendelsohn 
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(1988) examined adaptation to the disease from a patient's 
viewpoint. While their work is a step forward in terms of 
examining psychosocial attitudes affecting PD, the focus 
remained almost entirely upon the individual patient with 
little attention paid to marital and/or family factors. In 
fact, the researchers admitted that their data could not 
adequately account for why patients suffering the same 
level of impairment demonstrated such variation in their 
ability to adapt and master the problems caused by PD. 
Several authors have observed that as the disease 
advances, PD patients tend to become increasingly inactive 
and dependent upon others, especially their spouses 
(Aminoff, 1987; Dakof & Mendelsohn, 1988). Using well-
spouses as controls in a study confirming the high 
incidence of depression in PD patients, Mayeux, Stern, 
Rosen, and Leventhal (1981) found that 12% of patients' 
spouses were also significantly depressed. In an 
autobiographical account of his experiences with PD, Dorros 
(1981) related the tremendous impact the disease had upon 
his family. In particular, he vividly recounted the burden 
placed upon his wife and her subsequent depression: 
She usually tried to shield me from the depths of her 
grief and depression. But her feelings came through 
to me--in the tone of her voice, the way she looked at 
me or avoided looking at me, the way she touched me or 
avoided touching me. {Dorros, 1981, p. 112) 
Effects of Chronic Illness on the Marital Relationship 
Since little actual research has been conducted on the 
effects of PD on the spousal caregiver and the marital 
relationship, a review of the existing research concerned 
with the impact of chronic illness in general on the 
marital system should prove beneficial to the present 
investigation. Walsh {1980) postulated that a 
disequilibrium in the marital relationship may result when 
one spouse suffers a chronic illness. The financial, 
emotional, and mental capacities of the well-spouse may be 
drained if he or she has little outside support and assumes 
a caregiving role full time. Walsh theorized that 
caregivers may begin to use the caretaking role in such a 
way as to avoid their own vulnerability or anxiety by 
focusing their energy solely on an ill spouse. A need is 
then created for the ill spouse to continue to be 
underfunctioning so that the well-spouse can continue in 
his or her overfunctioning role. Such a scenario obviously 
impedes maximum progress and functioning of the ill spouse 
as well as the relationship itself. 
Indeed, a number of studies have suggested that 
overprotection of the ill spouse can retard rehabilitation 
or result in poor responses to treatment and poor rates of 
recovery (Litman, 1966; Wepman, 1973). Flor, Kerns, and 
Turk (1987) studied the impact of spouse reinforcement on 
perceived pain and activity levels of chronic pain 
patients. Their data indicated that spouse reinforcement 
played a major role in the patient's report of pain level 
and level of activity; a vicious cycle appeared to develop 
in which expressions of pain or avoidance of activity 
received positive reinforcement which in turn led to more 
frequent expressions of distress and pain behaviors. 
Other studies have detailed the tremendous impact 
chronic illness has upon the patient's spouse in terms of 
his or her own physical and emotional well-being (Eckberg, 
Griffith, & Foxall, 1986; Flor, Kerns, & Turk, 1987; 
Foxall, Eckberg, & Griffith, 1986; Klein, Dean, & 
Bogdanoff, 19 6 7) . In an early study examining the effects 
of chronic illness on the patient's spouse, Klein, Dean, 
and Bogdanoff (1967) found that symptom levels (e.g., 
fatigue, nervousness) and interpersonal tension levels 
(e.g., depression, anger) increased in both spouse and 
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patient. Ekberg, Griffith and Foxall (1986) claimed that 
as primary caregiver, the spouse of a chronically ill 
partner may experience burnout, which was defined as a 
syndrome of physical symptomatology (e.g., headache, 
shortness of breath, pounding of the heart) and emotional 
exhaustion (e.g., depression, loneliness, feelings of 
uselessness) • Living with a chronic pain patient has also 
been associated with marital dissatisfaction, depression, 
and increased physical symptoms in the well-spouse (Flor, 
Turk, & Scholz, 1987). 
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Comparison of male and female spousal caregivers 
revealed no significant differences on psychosocial 
adjustment measures although item analysis did indicate 
some gender differences (Foxall, Eckberg, & Griffith, 
1986). Wives tended to express less satisfaction about 
their present lives than did husbands, wanted to leave home 
more often, and felt that no one understood them. Another 
trend was for the husband to demonstrate higher degrees of 
mental health than the wives; however, the authors 
cautioned that the work was exploratory and suffered from 
numerous limitations (e.g., nonrandomized sample, unequal 
sample, no control groups) . 
Particularly relevant to the present investigation is 
t he significant amount of research devoted to the study of 
/ 
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how chronic illness affects the elderly and their families, 
especially the spousal caregiver (Cantor, 1983; Chenoweth, 
1986; Fengler & Goodrich, 1979; Rabins, 1982; Scott et al., 
1986). Of obvious importance is the role that the spouse 
and family play in preventing premature or unnecessary 
institutionalization of the ill elderly. Brody, Poulshock, 
and Masciocchi (1978) sought to identify the variables 
which determine either the institutional or community 
placement of the functionally disabled elderly and found 
that the major factor which explained placement was 
presence or absence of a caring family unit. Despite 
similar levels of impairment, ranging from moderate to 
total, patients with a supportive family unit were able to 
remain in the community while patients without such support 
had to be institutionalized. Their data strongly supported 
the findings of others (Cantor, 1983; Fengler & Goodrich, 
1979; Morycz, 1985; Zarit, Reever, & Bach-Peterson, 1980) 
which pointed to the presence of a spouse and/or children 
as the major factor in helping such individuals remain in 
the community, despite serious physical impairment and that 
support of the family unit should be of the utmost 
importance in terms of long-term care. 
Such need for support is obvious when one considers 
the tremendous strain spousal caregivers face in caring for 
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the infirmed elderly. Shindelman, Horowitz, and Dobrof 
(1981) found that compared with other relatives who provide 
care, spouses experienced the most stress. In a study of 
elderly clients and their primary caregivers, Cantor (1983) 
concluded that spouses appeared to be the highest risk 
group in many ways. In almost all cases, the husband-wife 
dyads lived alone and faced high potential for isolation 
and psychological stress. Results indicated that spouses 
were likely to feel somewhat unappreciated by their ill 
spouse and suffered the greatest degree of physical and 
financial strain of all the caregiver groups; however, it 
was in the area of emotional strain that caregivers, and 
particularly spouses reported the greatest strain. 
Contributing to this emotional strain on the part of the 
caregiving spouses were feelings of being unappreciated and 
of a lack of mutual understanding. Cantor concluded that 
most caregivers protect their families and work while 
denying themselves in the areas of personal desires, 
individuality, and socialization. 
Further, the degree of impact on the everyday life of 
the caregiver, which included giving up free time for 
oneself, appeared to be clearly related to the closeness of 
the kinship bond and availability of the caregiver for 
continual involvement: in other words, the strain was most 
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severe in the case of the spouse who lived with his or her 
ill spouse. Results also suggested that the more family 
members valued responsibility to family and family 
involvement, the more likely they were to experience 
pervasive strain. Gilhooly (1984) also found that a close 
relationship between supporter and dependent was 
significantly associated with poorer mental health; her 
results also indicated that the longer the supporter had 
been giving care, the higher his/her morale and mental 
health. 
Arguing that elderly wives needed as much support as 
their ill husbands, Fengler and Goodrich (1979) sought to 
identify the special needs and problems of elderly wives 
caring for husbands either disabled or suffering from a 
severe chronic illness. Roughly 80% of the men suffered 
from cardiac disabilities which primarily affected 
mobility, although about 20% suffered aphasic difficulties. 
An index of life satisfaction revealed that both the 
patients and their spouses suffered feelings of low morale. 
Further analysis of the data enabled the authors to 
dichotomize the wives into high morale (HLS) and low morale 
(LLS) groups. The level of disability of the husbands of 
the two groups was strikingly similar except with regard to 
two aphasic husbands in the low life satisfaction group. 
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However, support from family and friends readily 
differentiated the wives in the HLS group from those in the 
LLS group with the HLS receiving much more expressed and 
functional support. Wives in the HLS described their 
husbands as confidants and companions suggesting a high 
degree of intimacy and marital satisfaction. Wives with 
relatively lower morale scores reported economic worries 
and role overload as well as feeling much more isolated and 
lonely than wives in the HLS. 
Other studies have clearly shown the importance of 
family and social support in reducing the tremendous strain 
faced by spousal caregivers (Chenoweth & Spencer, 1986; 
Morycz, 1985; Scott, Roberto, & Hutton, 1986; Zarit, 
Reever, & Bach-Peterson, 1980.) zarit, Reever, and Bach-
Peterson (1980) studied factors contributing to feelings of 
burden of caregivers (62% of whom were spouses) of elderly 
persons with senile dementia. The authors were surprised 
to find that the extent of burden reported by the 
caregivers was not associated with severity of illness; 
instead, only frequency of family visits to the caregiver 
was significantly related to the level of burden. A 
negative correlation was found which meant the more visits 
by family members, the less reported burden. Morycz (1985) 
found that the desire of a female caregiver to 
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institutionalize a patient with Alzheimer's disease was 
greater when the caregiver experienced increased strain or 
burden. Furthermore, results indicated that the intensity 
of family strain (or felt stress) could best be predicted 
by the availability of social support to the caregiver with 
less support resulting in increased strain. 
Scott, Roberto, and Hutton (1986) examined the effect 
of instrumental (e.g., financial help, physical care) and 
social-emotional support provided by the family to the 
primary caregivers (87% spouses) of Alzheimer's patients. 
Family support was positively associated with the 
caregiver's coping effectiveness, and caregivers who did 
not receive enough support reported the highest levels of 
perceived burden. Importantly, mental status of the 
patient, a covariate, had no major effect on caregiver 
burden scores; in other words, no association was found to 
exist between the severity of patient mental functioning 
and caregiver burden. These results supported earlier 
findings (Fengler & Goodrich, 1979; Zarit, Reever, & Back-
Peterson, 1980) in which marital and family dynamics 
appeared to influence caregiver feelings of burden to a 
greater degree than the actual severity of the disease 
itself. 
Finally, Chenoweth and Spencer (1986) asked families 
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to describe the impact that dementia had upon family 
caregivers. Subjects, 55% of whom in the study were 
spouses between 50 and 70 years old, reported losing their 
social lives, feeling overwhelmed and isolated, and often 
becoming physically ill due to the tremendous caregiving 
demands. Support from family and friends helped reduce the 
level of stress and some respondents even felt that the 
experience of caregiving drew families and friends closer 
together. 
In summary, available research clearly indicates the 
importance of considering the family unit, especially the 
patient's spouse, when confronted by a chronic illness. 
Based upon the aforementioned studies, it is evident that 
the family, and especially the spouses, play a major role 
in preventing premature institutionalization of the ill 
elderly. In doing so, however, spouses of the ill elderly 
usually experience burnout, depression, feelings of 
isolation, and despair. Of great interest are findings 
which indicate that family dynamics are as much or more 
important in the level of experienced burden by caregivers 
than the severity of the particular disease. In 
particular, the quality of the marital relationship appears 
to have a significant impact upon the caregivers' reported j 
levels of morale and feelings of strain and burden. / 
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CHAPTER III 
METHOD 
Subjects 
Subjects in this study consisted of 42 volunteer 
married couples in whom one spouse had idiopathic, or 
primary, Parkinson's Disease and the other spouse was the 
primary caregiver (see Table 1) • In addition, a forty-
third female spousal caregiver was included although data 
were not collected from her husband since he was judged to 
be incapable of giving valid responses to the patient 
scales. All couples were currently living together in the 
Dallas area and had been married an average of 43 years. 
The median family income ranged from $30,00 to $40,00 
annually. 
Of the 43 spousal caregivers, 36 were female 
caucasians (83.7%) and 7 were male caucasians (16.3%). 
Ages ranged from 58 to 83 with an average age of 70.57 (n = 
35). A total of 18 caregivers (41.9%) reported that they 
themselves were currently suffering from a chronic illness. 
A total of 26 caregivers (60.5%) reported attending a 
support group for Parkinsonian caregivers. Attendance 
ranged from 1 (once a month) to 4 (more than three times 
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a month) with an average attendance of 1.50. 
Of the 42 PO patients, 35 were male caucasians and 7 
were female caucasians. Ages ranged from 58 to 81 with an 
average age of ·72.53 (~ = 30). The diagnosis of PD was 
confirmed by the patient's physician; severity of illness 
ranged from 1 (little or no impairment) to 5 (severe 
impairment) with the average for the sample being 3.23 
(mild to moderate) • The mean score for amount of 
assistance in daily living activities (ADL) was 5.42. 
Thus, on the average, caregivers provided at least minor 
assistance in roughly five areas of daily living activities 
(e.g., eating, dressing, bathing). 
As reported by the caregiver, contact with extended 
family ranged from once a year (2) to more than twice a 
week (6) with an average of once a week (4.02). Contact 
with nuclear and/or extended family ranged from moderately 
supportive (4) to extremely supportive (8); on the average, 
contact was quite supportive (7.07). Perceived stressful 
contact with nuclear and/or extended family ranged from not 
at all stressful (1) to moderately stressful (6); on the 
average, caregivers reported contact with their families as 
nonstressful (2.35). Four caregivers reported the presence 
of a son or daughter living in the home. 
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Table 1 
Means and Standard Deviations for Quantitative 
Demographic Variables 
Variable 
Caregiver 1 s age 
Patient 1 s age 
Number of years married 
Years since diagnosis 
Severity of illness 
Activities of daily living 
Perceived support from family 
Perceived stress from family 
Frequency of family contact 
Caregiver support group 
n 
35 
30 
41 
43 
42 
43 
43 
43 
43 
43 
M 
70.57 
72.53 
42.96 
6.51 
3.23 
5.42 
7.07 
2.35 
4.02 
1.44 
so 
6.54 
5.46 
11.01 
6.71 
1.15 
5.65 
1.20 
1. 60 
1. 32 
1.50 
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Measures 
Dyadic Adjustment Scale (DAS; Spanier, 1976). As a 
method for measuring marital satisfaction in couples where 
one member has PO, the DAS was administered. The DAS is a 
widely used 32-item self-report questionnaire that can be 
used as an index of global marital satisfaction. Most 
items involve a 5- or 6-point Likert-type scale defining 
the amount of agreement or frequency of an event. Burger 
and Jacobson (1979) have suggested that a couple is 
distressed when one partner has a DAS score under 100. The 
instrument can be broken down into four subscales: Dyadic 
Consensus, Dyadic Cohesion, Dyadic Satisfaction, and 
Affectional Expression. Spanier (1976) reported the 
following coefficient alphas (Cronbach's alpha) on a sample 
of married (n = 218) and divorced persons (n = 94): Dyadic 
Adjustment, .96; Dyadic Consensus, .90; Dyadic Cohesion, 
.86; Dyadic Satisfaction, .94; and Affectional Expression, 
.73. 
The Burden Interview (BI; Zarit, Reever, & Bach-
Peterson, 1980). The BI was administered to male and 
female spouses of Parkinsonian patients to determine the 
degree of burden experienced by the caregivers. The 22-
item scale consists of statements describing common 
feelings experienced by a caregiver regarding his or her 
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health, psychological well-being, finances, social life, 
and the relationship between caregiver and the ill spouse. 
Respondents were asked to choose from a range of responses 
from "not at all" (0) to "extremely" (4) to indicate the 
amount of agreement or disagreement with each statement. A 
total burden score was calculated with higher scores 
indicating greater feelings of burden. 
Several studies have demonstrated good reliability and 
validity for the BI (Gallagher, Rappaport, Benedict, 
Lovett, & Silven, 1985; Zarit & Zarit, 1982). Internal 
reliability, using Cronbach's Alpha, has been estimated at 
.88 (Hassinger, 1985) and .91 (Gallagher et al., 1985). 
Validi~y was determined by a correlation of a subject's 
global evaluation of overall burden (~ = .71), and several 
studies have found a .SO to .60 correlation with the brief 
symptom inventory. Recently, a principal components 
analysis yielded two subscales: the first factor measured 
constraints or inhibitions on caregiver behavior or 
relationships arising from the caregiving role and the 
second factor measured negative affect arising from the 
caregiving role (Greene & Monahan, 1987). Cronbach alphas 
for the scales were reported .86 and .71, respectively. 
Family Adaptation and Cohesion Evaluation Scales III 
(FACES III; Olson, Portner, & Lavee, 1985). The FACES III 
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was administered to couples as a measure of marital 
functioning. The FACES III is a 20-item self-report scale 
designed to operationalize the Circumplex Model of marital 
a~d family functioning by assessing couple and/or family 
adaptability and cohesion. According to the Circumplex 
model, family cohesion measures the degree to which family 
members are separated from or connected to their family; it 
is defined as the emotional bonding that family members 
have toward one another. Specific concepts employed to 
determine the cohesion dimension include: emotional 
bonding, boundaries, coalitions, time, space, friends, 
decision-making, interests, and recreation. 
Family adaptability is concerned with the degree to 
which the family or marital system is flexible and able to 
change; it is defined as the ability of a marital or family 
system to change its power structure, role relationships, 
and relationship rules in response to situational and 
developmental stress. Concepts underlying the adaptability 
dimension include: family power (e.g., assertiveness, 
control, discipline), negotiation style, role 
relationships, and relationship rules. 
Within the Circumplex Model, cohesion and adaptability 
are seen as resting on separate continuums, each with four 
identifiable levels. Cohesion is assumed to range from an 
extreme of low cohesion (disengaged) to an extreme of high 
cohesion (enmeshed). The two intermediate or balanced 
levels of cohesion are labeled separated and connected. 
Adaptability also ranges from an extreme of low 
adaptability (rigid) to an extreme of high adaptability 
(chaotic). The two intermediate or balanced levels of 
adaptability are designated flexible and structured. By 
combining these two dimensions, 16 types of marital and 
family systems can thus be identified and further 
classified as either balanced, midrange, or extreme. 
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Balanced families or couples comprise four of the 16 
types and are moderate on both the cohesion and 
adaptability dimensions. The midrange classification 
includes eight types which are extreme on one dimension and 
moderate on the other. Finally, there are four extreme 
types which are, of course, extreme on both dimensions. A 
grid is provided so that the 16 types can be plotted for 
illustrative purposes. 
A major hypothesis of the Circumplex Model is that 
balanced families or couples are hypothesized to 
demonstrate relatively healthy family functioning while the 
more extreme types are seen as dysfunctional and 
p roblematic. In other words, a curvilinear, rather than 
linear, relationship is assumed on the dimensions of 
cohesion and adaptability with regard to problem families. 
However, in contrast to problem families, a linear 
relationship between cohesion and adaptability in family 
functioning is associated with "normal" families. 
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FACES III was also designed to provide a measure of 
family satisfaction by obtaining a perceived and ideal 
score. The difference between these two scores was thought 
to be an accurate assessment of family satisfaction; 
however, due to social desirability and idealistic 
distortion factors, Olson (1988) currently recommends that 
the Ideal-Perceived discrepancy no longer be used as a 
measure of family satisfaction for research purposes. 
The original FACES was developed in 1979 by Olson, 
Bell, and Portner, and subsequently revised as the FACES II 
in 1982. The 50 items of the initial FACES II were 
administered in a national survey to 2,412 individuals from 
"non-problem" families which ranged from young couples 
without children to retired couples (Olson, Russell, & 
Sprenkle, 1983). The total sample was divided into two 
random, independent subsamples with sample one consisting 
of 1,206 individuals and sample two consisting of 1,000 
adults and 206 adolescents. A factor analysis of sample 
one for two factors (cohesion and adaptability) reduced the 
s cale to 30 items. Numerous studies of clinical samples 
have demonstrated the discriminant power of the FACES and 
the Circumplex Model to distinguish between problem 
families and nonsymptomatic families (Olson, 1985). 
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FACES III was developed in order to improve the 
instrument's reliability, validity, and clinical utility. 
Twenty selected items, 10 for each dimension (cohesion and 
adaptability) were factor analyzed using the data of sample 
two. This analysis yielded the same factor structure as 
found in sample one. However, while the cohesion and 
adaptability dimensions of the FACES II suffered from a 
lack of independence (E = .65), cohesion and adaptability 
in the FACES III are independent or orthogonal (E = .03). 
Furthermore, in FACES II, the adaptability dimension had a 
relatively high correlation with social desirability (r = 
.39); in FACES III, the correlation between adaptability 
and social desirability has been eliminated (r = .00). The 
correlation between cohesion and social desirability was 
.39 in the FACES II and .35 for the FACES III. According 
to Olson, this is an acceptable finding since high cohesion 
is a characteristic that is seen as more embedded and 
desirable in our culture as an ideal for families. 
Using cronbach's Alpha, internal consistency for each 
dimension (cohesion and adaptability) and the total scale 
was computed for each split sample and the total sample. 
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Reliability for the cohesion dimension was .76 for sample 
one, .75 for sample two, and .77 for the total sample. The 
reliability for the adaptability dimension was .58 for 
sample one, .63 for sample two, and .62 for the total 
sample. Reliability for the total scale was .67 for sample 
one, .67 for sample two, and .68 for the total sample. 
Test-retest reliability, based on the FACES II 50-item 
version, was reported as .83 for cohesion and .80 for 
adaptability. The time period separating the first and 
second administrations was four to five weeks. 
Norms for FACES III have been established for various 
groups including adults across the family life stages. 
Respondents were asked to rate statements describing how 
frequently a particular behavior occurs in their family on 
a scale that ranges from 1 (almost never) to 5 (almost 
always). A separate couples form is provided. 
Severity of disease rating. Severity of disease was 
determined by the use of a physician's rating scale 
suggested by Hoehn and Yahr (1967) for PD. The five stage 
scale ranges from mild (0) to severe impairment (4) and has 
been used in numerous studies (e.g., Singer, 1974, 1976; 
Szekely, Kosanovich, & Sheppard, 1982) to assess the extent 
of disability due to PD. 
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The Index of Independence in Activities of Daily 
Living (ADL; Katz, Downs, Cash, & Grotz, 1970). The ADL 
was given to the caregiver to determine his or her 
perception of his or her spouses' level of functional 
impairment. The index was developed to provide an 
objective measure of function in the chronically ill and 
aging populations. Over-all performance in seven areas was 
assessed: bathing, dressing, going to the toilet, 
transferring, taking medications, shaving or putting on 
make-up, and feeding. Respondents were asked to determine 
the degree to which another person assisted the patient or 
whether the patient functioned alone during a two-week 
period preceding the evaluation. They were cautioned to 
report the actual existence of such assistance and not 
their perception of the patient's potential ability. 
Scores were summarized to provide an index of relative 
dependence or independence with 1 being the most 
independent score and 7 the most dependent score. 
Demographic Questionnaire. Based upon findings in the 
literature, a demographic questionnaire was constructed to 
gather information on subjects' level of income, number of 
years married, previous marriages, presence or absence of 
others living in the home, duration of the illness, 
presence or absence of illness in the nonparkinsonian 
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spouse, and other relevant characteristics (e.g., number of 
children, level of education). In addition, caregivers 
were asked about the frequency of visits from other family 
members, the quality of such visits (e.g., perceived as 
supportive or stressful), attendance to caregiver support 
groups and the availability of respite care. 
Procedure 
Prospective couples were recruited from the Dallas 
Area Parkinsonism Society (DAPS), a community volunteer 
society in Dallas which provides speech and physical 
therapy for PD patients as well as support groups for the 
caregivers. After obtaining approval to conduct research 
from DAPS, a letter from the president of DAPS was sent to 
eligible couples advising them of the study and asking for 
their assistance (see Appendix A). Announcements were also 
made at the general meetings held once a month. 
Prospective couples were then contacted by either the 
principal investigator or his research assistant and told 
that the purpose of the investigation was to determine 
psychological and social factors influencing the primary 
caregiver's adaptation to PD in his or her spouse. The 
research assistant was a senior undergraduate student in 
Gerontology Counseling at the University of Texas 
Southwestern Medical Center. 
Participants were informed of any possible risks and 
asked to sign a written consent form (See Appendix B). 
Subjects were instructed to contact the principal 
· investigator should any concerns arise during or after 
participation in the investigation. Couples were informed 
that a written summary of the results would be made 
available to them, if requested, upon completion of the 
investigation. 
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Packets containing the research instruments were given 
directly to the participants by the principal investigator 
or his research assistant. Included in the packet was a 
self-addressed stamped envelope so that the subjects could 
mail the data to the principal investigator. PD patients 
and their caregiver-spouses completed the following 
instruments: (a) the DAS, (b) the couples version of the 
FACES III. In addition, caregivers completed the BI, the 
ADL, and the demographic questionnaire. In order to 
control for any testing effects, an intragroup 
counterbalancing procedure was employed. If the patient 
was unable, due to physical limitations, to complete the 
research instruments, either the principal investigator or 
his assistant administered the entire test battery orally. 
Patients unable to complete the research instruments due to 
cognitive limitations were excluded from the study. 
After obtaining written permission (see Appendix C) 
from the patient to contact the patient's primary 
physician, the patient's physician was contacted either by 
phone or letter and asked to complete the Hoehn and Yahr 
severity of illness rating form. The completed forms were 
mailed to the principal investigator. 
Statistical Analyses 
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Data generated by this study were analyzed through the 
use of a chi-square goodness of fit test and two stepwise 
multiple regression equations. The first hypothesis stated 
that spousal caregivers of persons with PD would report 
higher frequencies of mild to severe feelings of burden as 
opposed to little or no burden. To test this hypothesis, a 
ch i -square goodness of fit test was performed with an alpha 
level of .OS. 
Hypotheses 2 through 10 were concerned with 
determining which factors were associated with feelings of 
burden experienced by the spousal caregiver. To evaluate 
these hypotheses, a stepwise multiple regression equation 
was performed. The criterion variable for this analysis 
was a feeling of burden score as measured by Zarit's BI. 
The predictor variables consisted of the following: 
marital satisfaction, severity of illness, marital 
adaptability, marital cohesion, frequency of family 
contact, and perceived quality of family contact. The 
alpha level for this analysis was set at .05. 
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Hypotheses 11 through 16 were concerned with examining 
factors believed to be associated with the amount of 
assistance in daily living required by the PD patient. 
These hypotheses were evaluated by a second stepwise 
multiple regression equation. The criterion variable for 
this analysis was the amount of assistance in daily living 
required by the PD patient as measured by the ADL. The 
predictor variables consisted of the following: marital 
satisfaction, severity of illness, marital adaptability, 
and marital cohesion. The alpha level for this analysis 
was set at .05. 
CHAPTER IV 
RESULTS 
The results of this study are divided into two main 
sections: primary statistical analyses and secondary 
statistical analyses. The primary analyses directly 
addressed the research hypotheses; the secondary analyses 
examined other variables of interest not specifically 
stated in these hypotheses. However, before beginning the 
primary analyses, preliminary evaluations were conducted to 
determine the presence or absence of caregiver and patient 
differences on selected variables. Based upon suggested 
norms by Burger and Jacobson (1979) and Spanier (1976), 
both patients and their spouses reported relatively hi~h 
levels of marital satisfaction. While PD patients reported 
a slightly higher degree of marital satisfaction (X = 
156.19, SD = 18.08, n = 42) than spousal caregivers (X = 
155.62, SD = 16.22, n = 43), a paired samples !-test found 
no significant differences between the two groups (! = 
-. 2 3 , df = 41, .E. > • 0 5) . 
Caregiver and patient cohesion and adaptability scores 
were also compared. Caregiver cohesion scores ranged from 
26 (disengaged) to 50 (enmeshed) with an average of 42.16 
50 
(connected) and a standard deviation of 4.98; patient 
cohesion scores ranged from 31 (disengaged) to 50 
(enmeshed) with an average of 42.93 (connected) and a 
standard deviation of 5.17. A paired samples t-test 
performed on means of the two groups revealed no 
significant differences (! = .63, df = 41, £ > .OS). 
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Caregiver adaptability scores ranged from 16 (rigid) 
to 46 (chaotic) with an average of 30.93 (chaotic); patient 
adaptability scores ranged from 23 (structured) to 43 
(chaotic) with an average of 33.04 (chaotic) • . A paired 
samples !-test evaluated the means for the two groups and 
found no significant differences (! = -1.86, df = 41, £ > 
.05). Thus, patients and caregivers in this sample did not 
differ significantly on measures of marital satisfaction, 
marital cohesion, or marital adaptability. 
Primary Statistical Analyses 
The first hypothesis in this study addressed whether 
or not spousal caregivers of PD patients would report 
higher frequencies of mild to moderate and moderate to 
severe feelings of burden as opposed to little or no 
burden. In order to test this hypothesis, two groups were 
formed. The first group consisted of those caregivers who 
reported little or no burden {n = 15); the second group 
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consisted of those caregivers who reported mild to severe 
caregiver burden (n = 28). A chi-square goodness of fit 
test was performed on the data and results were 
significant, with)(2 = 3.93 (.E.< .05). This finding 
indicates that spousal caregivers of PD patients did report 
mild to severe burden in caring for their ill spouses. 
Hypotheses 2 through 10 were concerned with factors 
believed to be significantly associated with burden 
experienced by the spousal caregiver. To test these 
hypotheses, a stepwise multiple regression was performed 
with the following predictor variables: marital 
satisfaction, frequency of contact with nuclear and/or 
extended family, perceived support of nuclear and/or 
extended family, perceived stress of nuclear and/or 
extended family, severity of illness, a couples discrepancy 
score derived from FACES III, and a distance from center 
score derived from FACES III. In order to evaluate the 
caregiver and patient's perceived level of cohesion and 
adaptability, a difference from center (DFC) score was 
computed. Because the Circumplex model is based upon a 
curvilinear rather than linear hypothesis, Olson recommends 
the DFC for correlational analysis rather than mean scores 
on cohesion and adaptability factors. According to Olson 
(1985), the DFC is a linear score which indicates the 
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distance of an individual, couple, or family's cohesion and 
adaptability score from the center of the Circumplex model 
and is appropriate for correlational analysis. In 
addition, the Couple Discrepancy Score (CDS) was included 
in the regression equation to represent the amount of 
disagreement on cohesion and adaptability positions between 
spouses. 
Only marital satisfaction was significantly correlated 
with caregiver burden in this analysis (R = .46, f = 12.15, 
E < .0021), a result which supported Hypotheses 2 and 5. 
Hypothesis 2 stated that marital satisfaction, as measured 
by the Dyadic Adjustment Scale (DAS), would be inversely 
associated with caregiver burden. Results indicated that 
as caregiver burden increased, marital satisfaction 
decreased. Although severity of illness approached 
statistical significance (F = 3.56, E > .0665), it was not 
significantly associated with burden and therefore less 
predictive of burden than marital satisfaction. This 
outcome supported Hypothesis 5: marital satisfaction was 
more predictive of caregiver burden in spousal caregivers 
of PO patients than severity of illness. In summary, 
support was found for Hypotheses 2 and 5 as marital 
satisfaction was predictive of caregiver burden; Hypotheses 
3, 4, 6, 7, 8, 9, and 10 were not supported. Using this 
set of predictor variables, marital satisfaction explained 
21% of the total variance in burden. 
Hypotheses 11 through 16 were concerned with 
predicting factors believed to be significantly associated 
with the amount of assistance in daily living activities 
(ADL) required by the PD patient. To test these 
hypotheses, a stepwise multiple regression was performed 
with the four predictor variables, severity of illness, 
marital satisfaction, the DFC score, and the CDS, regressed 
on the criterion variable, ADL. 
Only one of these variables resulted in a significant 
relationship with the dependent variable. Severity of 
illness was significantly correlated with ADL, with R = 
.48, E < .0012. This finding supported Hypothesis 12 which 
predicted that higher levels of impairment caused by PD are 
related to greater amounts of assistance in daily living 
activities provided by the spousal caregiver for the PD 
patient. The remaining hypotheses did not receive 
statistical support. Marital satisfaction and marital 
cohesion and adaptability as determined by the DFC and CDS 
were not found to be significantly associated with ADL 
(Hypotheses 11, 13, 14, 15, 16, respectively). Using this 
set of predictor variables, severity of illness accounted 
for 23% of the total variance in ADL. 
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Secondary Statistical Analyses 
In addition to the primary statistical analyses, 
secondary analyses were performed to determine if 
additional variables of interest in combination with the 
above variables would prove to be significantly related to 
the criterion variables, caregiver burden and ADL. 
Additional variables were chosen based upon findings in the 
literature on caregivers of dementia patients and the 
researcher's observations in the context of working with 
spousal caregivers of PD patients. These additional 
variables included: years since diagnosis of PD, income, 
frequency of support group attendance, patient's age, 
caregiver's age, and individual caregiver and patient 
cohesion and adaptability scores. The secondary analyses 
p erformed included bivariate correlations on the complete 
set of variables employed in the study (see Table 2); 
supplemental multiple regressions on both caregiver burden 
and ADL; a simple stepwise discriminant function with 
caregiver burden as the criterion variable; and independent 
t -tests comparing the mean burden score of this sample with 
mean burden scores of caregivers of dementia patients taken 
from the literature. 
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Table 2 
Bivariate Correlation Coefficients 
CGDAS CGCO CGAD ADL BURD SEVER 
CGDAS 1.0000 .5969 .3294 -.1342 -.4235 -.0641 
( 0) (43) (43) (43) (43) (42) 
p= p=.OOO p=.015 p=.199 p=.002 p=.343 
CGCO .5969 1.0000 .5233 -.1896 -.5299 -.0048 
( 43) ( 0) (43) (43) (43) (42) 
p=.OOO p= p=.OOO p=.112 p=.OOO p=.488 
CGAD .3294 .5233 1.0000 -.2299 -.3663 -.0703 
(43) (43) ( 0) (43) (43) (42) 
p=.015 p=.OOO p= p=.069 p=.008 p=.329 
ADL -.1324 -.1896 -.2299 1.0000 .6234 .4827 
( 4 3) (43) (43) ( 0) (43) ( 4 2) 
p=.199 p=.112 p=.069 p= p=.OOO p=.001 
BURD -.4235 -.5299 -.3663 .6234 1.0000 .3010 
( 4 3) (43) ( 4 3) (43) ( 0) (42) 
p=.002 p=.OOO p=.008 p=.OOO p= p=.026 
SEVER -.0641 -.0048 -.0703 .4827 .3010 1.0000 
(42) (42) (42) (42) (42) ( 0) 
p=.343 p=.488 p=.329 p=.001 p=.026 p= 
FAMCO -.0506 .0538 -.1387 .0211 .1096 .0067 
(43) (43) (43) (43) (43) (42) 
p=.374 p=.366 p=.187 p=.447 p=.242 p=.483 
PSUP .1509 .2166 .1423 .2655 -.0220 .1306 
( 43) (43) (43) (43) (43) ( 4 2) 
p=.167 p=.081 p=.181 p=.043 p=.444 p=.205 
PSTR -.3892 -.4997 -.2993 .0177 .3529 -.0984 
(43) (43) (43) (43) (43) ( 42) 
p=.005 p=.OOO p=.026 p=.455 p=.010 p=.268 
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Table 2 (continued) 
CGDAS CGCO CGAD ADL BURD SEVER 
IN COM -.1920 -.2294 -.1944 .1038 .0200 -.0750 
( 3 7) ( 3 7) ( 3 7) ( 3 7) ( 3 7) (36) 
p=.127 p=.086 p=.124 p=270 p=.453 p=.332 
-
- - -
SGRP -.4122 -.2233 -.2697 .1491 .1143 -.1056 
(43) (43) ( 4 3) (43) (43) (42) 
p=.003 p=. 075 p=.040 p=.170 p=.233 p=.253 
- -
CGSEX -.1922 -.2030 -.2534 .1912 .2704 .2572 
( 43) (43) (43) (43) (43) (42) 
p=.108 p=.096 p=.051 p=.110 p=.040 p=.OSO 
- - - -
CGILL -.2793 -.2962 -.1128 .3757 .4713 .2221 
( 4 3) (43) (43) ( 43) ( 4 3) (43) 
p=.035 p=.027 p=.236 p=.007 p=.001 p=.079 
- -
- -
YRSDX -.0352 -.0054 -.1726 .2807 .0436 .2328 
( 4 3) ( 43) (43) (43) (43) (42) 
p=.411 p=.486 p=.134 p=.034 p=.391 p=.069 
-
- -
-
PDAS .5762 .2821 .1382 -.1788 -.3871 -.1088 
(42) ( 42) (42) (42) (42) (42) 
p=.OOO p=.035 p=.191 p=.129 p=.006 p=.246 
-
- -
-
PCO .3716 .2080 .1219 -.0630 -.1527 -.1896 
(42) ( 42) ( 4 2) (42) (42) (42) 
p=.008 p=.093 p=.221 p=.346 p=.167 p=.115 
-
- -
-
PAD .1214 -.0006 .2671 -.1211 -.1246 -.2093 
(42) (42) (42) (42) (42) (42) 
p=.222 p=.499 p=.044 p=.223 p=.216 p=.092 
-
-
-
-
CDS -.0686 -.3606 -.2297 .0117 -.0524 .0690 
(42) ( 4 2) ( 4 2) (42) (42) (42) 
p=.333 p=.009 p=.072 p=.471 p=.371 p=.332 
- -
-
-
DFC .3431 .4601 .7781 -.1639 -.3283 -.1540 
(42) (42) (42) (42) (42) (42) 
p=.013 p=.001 p=.OOO p=.150 p=.017 p=.165 
-
-
-
-
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Table 2 (continued) 
CGDAS CGCO CGAD ADL BURD SEVER 
PAGE .1355 .1367 .0633 -.2235 -.1440 -.1573 
( 3 0) ( 30) ( 3 0) (30) (30) ( 3 0) 
p=.238 p=.236 p=.370 p=.118 p=.224 p=.203 
-
CGAGE .0083 .2271 .0771 -.0904 -.1257 -.1140 
( 3 5) ( 3 5) ( 3 5) ( 3 5) (35) ( 3 5) 
p=.481 p=.095 p=.330 p=.303 p=.236 p=.260 
DAS .8756 .4855 .2551 -.1667 -.4607 -.0986 
(42) (42) (42) ( 4 2) (42) ( 4 2) 
p=.OOO p=.001 p=.OSl p=.146 p=.001 p=.267 
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Table 2 (continued) 
FAMCO PSUP PSTR IN COM SGRP CGSEX 
CGDAS -.0506 .1509 -.3892 -.1920 -.4122 -.1922 
( 43) (43) (43) ( 3 7) (43) (43) 
p=.374 p=.167 p=.OOS p=127 p=.003 p=.108 
- - - -
CGCO .0538 .2166 -.4997 -.2294 -.2233 -.2030 
(43) (43) (43) ( 3 7) (43) (43) 
p=.366 p=.081 p=.OOO p=.086 p=.075 p=.096 
-
-
CGAD -.138 7 .1423 -.2993 -.1944 -.2697 -.2534 
(43) (43) (43) (37) (43) (43) 
p=.187 p=.181 p=.026 p=.124 p=.040 p=.051 
ADL .0211 .2655 .0177 .1038 .1491 .1912 
( 4 3) (43) (43) ( 3 7) ( 43) ( 4 3) 
p=.447 p=.043 p=.455 p=.270 p=.170 p=.110 
-
BURD .1096 -.0220 .3529 .0200 .1143 .2704 
(43) ( 4 3) (43) ( 3 7) (43) (43) 
p=.242 p=.444 p=.010 p=.453 p=.233 p=.040 
- -
-
SEVER .0067 .1306 -.0984 -.0750 -.1056 .2572 
(42) (42) (42) (36) (42) ( 4 2) 
p=.483 p=.205 p=.268 p=.332 p=.253 p=.OSO 
FAMCO 1. 0000 .0440 -.0829 -.1070 .0067 .0079 
( 0) (43) (43) ( 3 7) (43) (43) 
p=. p= . 390 p=.299 p=.264 p=.483 p=.480 
PSUP .0440 1.0000 -.4330 -.2856 .1671 -.1331 
(43) ( 0) (43) ( 3 7) (43) (43) 
p=.390 p=. p=.002 p=.043 p=.142 p=.197 
-
PSTR -.0829 -.4330 1.0000 .2897 -.0557 .2961 
( 43) (43) ( 0) ( 3 7) (43) (43) 
p = .229 p=.002 p=. p=.041 p=.361 p=.027 
INCOM -.1070 -.2856 .2897 1. 0000 .0893 .1756 
( 3 7) ( 3 7) ( 3 7) ( 0) ( 3 7) ( 3 7) 
p = .264 p=.043 p=.041 p=. p=.300 p=.149 
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Table 2 (continued) 
FAMCO PSUP PSTR INCOM SGRP CGSEX 
SGRP .0067 .1671 -.0557 .0893 1. 0000 -.1659 
( 4 3) (43) (43) ( 3 7) ( 0) (43) 
p=_. 483 p=.142 p=.361 p=.300 p=. p=.144 
- -
CGSEX .0079 -.1331 .2961 .1756 -.1659 1.0000 
(43) (43) ( 4 3) ( 3 7) (43) ( 0) 
p=.480 p=.197 p=. 02 7 p=.149 p=.144 p=. 
- - -
CGILL -.0513 .0295 .1406 -.2028 .2557 -.0089 
(43) (43) (43) ( 3 7) ( 43) (43) 
p=.372 p=.426 p=.184 p=.114 p=.049 p=.477 
- -
YRSDX .1654 -.1401 -.0901 .1702 .0314 .1195 
( 4 3) (43) (43) ( 3 7) (43) (43) 
p=.145 p=.185 p=.283 p=.157 p=.421 p=.223 
- -
PDAS -.0859 .0450 -.2743 -.1626 -.1837 -.0811 
(42) ( 42) ( 4 2) (36) (42) (42) 
p=.294 p=.389 p=.039 p=.172 p=.122 p=.305 
-
PCO .0183 .0285 -.3620 .0169 -.0642 .1314 
(42) (42) ( 42) (36) (42) ( 4 2) 
p=.454 p=.429 p=.009 p=.461 p=.343 p=.203 
PAD -.1229 -.1241 -.0760 .2548 .0122 .0518 
(42) ( 4 2) ( 42) ( 3 6) (42) ( 42) 
p=.219 p=.217 p=.316 p=.067 p=.470 p=.372 
CDS -.0988 .0403 .1640 -.0624 -.0015 -.0658 
(42) ( 4 2) (42) ( 3 6) (42) (42) 
p=.267 p=.400 p=.150 p=.359 p=.496 p=.339 
DFC -.0972 .0379 -.3774 .0972 -.2210 -.2064 
(42) (42) ( 4 2) ( 36) (42) (42) 
p=.270 p=.406 p=.007 p=.286 p=.080 p=.095 
PAGE -.3515 -.1362 -.4173 -.3220 .0205 -.2830 
( 30) (30) (30) ( 2 7) ( 30) ( 3 0) 
p=.028 p=.237 p=.011 p=.051 p=.457 p=.065 
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Table 2 (continued) 
FAMCO PSUP PSTR INCOM SGRP CGSEX 
CGAGE -.2829 -.1165 -.3365 -.0692 .0517 -.4210 
( 3 5) (35) (35) ( 31) (35) ( 3 5) 
p=.050 p=.252 p=.024 p=.356 p=.384 p=.006 
-
DAS -.0828 .1030 -.3709 -.1908 -.3317 -.1486 
(42) (42) ( 4 2) ( 3 6) (42) (42) 
p=.301 p=.258 p=.008 p=.133 p=.016 p=.174 
-
Table 2 (continued) 
CGILL YRSDX PDAS PCO PAD CDS 
CGDAS -.2793 -.0352 .5762 .-3716 .1214 -.0686 
(43) ( 43) (42) (42) (42) (42) 
p=.035 p=.411 p=.OOO p=. 008 p=.222 p=.333 
- -
CGCO -.2962 -.0054 .2821 .2080 -.0006 -.3606 
(43) (43) ( 42) (42) (42) (42) 
p=.027 p=.486 p=.035 p=.093 p=.499 p=.009 
-
-
CGAD -.1128 -.1726 .1382 .1219 .2671 -.2297 
(43) ( 4 3) (43) (42) (42) (42) 
p=.236 p=.134 p=.191 p=.221 p=.044 p=.072 
-
-
ADL .3757 .2807 -.1788 -.0630 -.1211 .0117 
(43) (43) ( 42) ( 4 2) (42) (42) 
p=.007 p=.034 p=.129 p=.346 p=.223 p=.471 
-
-
BURD .4713 .0436 -.3871 -.1527 -.1246 -.0524 
(43) (43) ( 4 2) ( 42) (42) (42) 
p=.001 p=.391 p=.006 p=.167 p=.216 p=.371 
-
-
SEVER .2221 .2328 -.1088 -.1896 -.2093 .0690 
(42) (42) ( 4 2) (42) ( 42) (42) 
p=.079 p=.069 p=.246 p=.115 p=.092 p=.332 
-
-
FAMCO -.0513 .1654 -.0859 .0183 -.1229 -.0988 
(43) (43) (42) ( 4 2) ( 4 2) (42) 
p=.372 p=.145 p=.294 p=.454 p=.219 p=.267 
-
-
PSUP .0295 -.1401 .0450 .0285 -.1241 .0403 
( 4 3) (43) (42) (42) ( 4 2) (42) 
p=.426 p=.185 p=.389 p=.429 p=.217 p=.400 
-
PSTR .1406 -.0901 -.2743 -.3620 -.0760 .1640 (43) ( 4 3) (42) (42) ( 4 2) (42) 
p=.184 p=.283 p=.039 p=.009 p=.316 p=.150 
-
INCOM -.2028 .1702 -.1626 .0169 .2548 
-.0624 
( 3 7) ( 3 7) ( 3 6) (36) ( 3 6) ( 3 6) 
p=.114 p=.157 p=.172 p=.461 p=.067 p=.359 
-
-
-
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Table 2 (continued) 
CGILL YRSDX PDAS PCO PAD CDS 
SGRP .2557 .0314 -.1837 -.0642 • 0122 -.0015 
( 4 3) (43) ( 4 2) (42) (42) (42) 
p=.049 p=.421 p=.122 p=.343 p=.470 p=.496 
- -
-
CGSEX -.0089 .1195 -.0811 .1314 .0518 -.0658 
( 43) (43) (42) (42) (42) ( 4 2) 
p=.477 p=.223 p=.305 p=.203 p=.372 p=.339 
- -
-
CGILL 1.0000 -.3568 -.0712 .0495 .1197 .1769 
( 0) (43) (42) (42) (42) ( 42) 
p-. p=.009 p=.327 p=.378 p=.225 p=.131 
-
- -
YRSDX -.3568 1.0000 -.0644 -.1101 -.0890 -.1507 
( 4 3) ( 0) (42) ( 42) (42) (42) 
p=.009 p=. p=.343 p=.244 p=.287 p=.170 
-
-
PDAS -.0712 -.0644 1.0000 .7062 .2849 .0060 
(42) ( 42) ( 0) (42) (42) ( 4 2) 
p=.327 p=.343 p=. p=.OOO p=.034 p=.485 
-
-
-
PCO .0495 -.1101 .7062 1.0000 .4215 -.0956 
(42) (42) (42) ( 0) (42) ( 4 2) 
p=.378 p=.244 p=.OOO p=. p=.003 p=.273 
-
-
-
PAD .1197 -.0890 .2849 .4215 1.0000 -.0753 
(42) ( 42) ( 4 2) (42) ( 0) ( 4 2) 
p=.225 p=.287 p=.034 p=.003 p=. p=.318 
-
-
-
CDS .1769 -.1507 .0060 -.0956 -.0753 1.0000 
(42) ( 42) (42) (42) (42) ( 0) 
p=.131 p=.170 p=. 48 5 p=.273 p=.318 p-. 
-
DFC -.1538 -.0662 .3564 .4642 .6572 -.3273 
(42) (42) ( 4 2) (42) (42) ( 4 2) 
p=.165 p=.339 p=.010 p=.001 p=.OOO p=.017 
-
-
PAGE -.0044 .0580 -.0760 -.0889 .0136 -.0396 
(30) ( 3 0) (30) (30) (30) ( 3 0) 
p=.491 p=.380 p=.345 p=.320 p=.472 p=.418 
-
-
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Table 2 (continued) 
CGILL YRSDX PDAS PCO PAD CDS 
CGAGE .0038 .0285 -.1974 -.1537 -.0224 -.0558 
( 3 5) (35} ( 34) ( 3 4} ( 3 4} (34) 
p=.491 p=.435 p=.132 p=.193 p=.450 p=.377 
DAS -.1874 -.0583 .8993 .6162 .2333 -.0331 
( 42} (42} (42) (42} (42} ( 4 2) 
p=.117 p=.357 p=.OOO p=.OOO p=.068 p=.417 
-
Table 2 (continued) 
DFC PAGE CGAGE DAS 
CGDAS .3431 .1355 .0083 .8756 
( 42) ( 3 0) ( 35) (42) 
p=.013 p=.238 p=.481 p=.OOO 
-
CGCO .4601 .1367 .2271 .4855 
(42) ( 3 0) ( 3 5) (42) 
p=.001 p=.236 p=.095 p=.001 
- -
CGAD .7781 .0633 .0771 .2551 
(42) ( 3 0) (35) ( 42) 
p=.OOO p=.370 p=.330 p=.051 
-
ADL -.1639 -.2235 -.0904 -.1667 
(42) ( 3 0) ( 3 5) ( 42) 
p=.150 p=.118 p=.303 p=.146 
--
BURD -.3283 -.1440 -.1257 -.4607 
(42) ( 3 0) ( 3 5) ( 42) 
p=.017 p=.224 p=.236 p=.001 
-
SEVER -.1540 -.1573 -.1140 -.0986 
(42) ( 3 0) (34) (42) 
p=.165 p=.203 p=.260 p=.267 
-
FAMCO -.0972 -.3515 -.2829 -.0828 
(42) ( 3 0) (35) (42) 
p=.270 p=.028 p=.050 p=.301 
-
PSUP .0379 -.1362 -.1165 .1030 
(42) (30) (35) ( 42) 
p=.406 p=.237 p=.252 p=.258 
-
PSTR -.3774 -.4173 -.3365 -. 3 709 
(42) (30) (35) (42) 
p=.007 p=.011 p=.024 p=.008 
-
IN COM .0972 -.3220 -.0692 -.1908 ( 3 6) ( 2 7) (31) ( 3 6) 
p=.286 p=.051 p=.356 p=.133 
-
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Table 2 (continued) 
DFC PAGE CGAGE DAS 
SGRP -.2210 .0205 .0517 -.3317 
( 4 2) (30) ( 3 5) ( 42) 
p=.080 p=.457 p=.384 p=.016 
CGSEX -.2064 -.2830 -.4210 -.1486 
( 42) (30) (35) (42) 
p=.095 p=.065 p=.006 p=.174 
-
CGILL -.1538 -.0044 .0038 -.1874 
(42) (30) (35) ( 42) 
p=.165 p=.491 p=.491 p=.117 
YRSDX -.0662 .0580 .0285 -.0583 
( 42) ( 3 0) (35) (42) 
p=.339 p=.380 p=.435 p=.357 
PDAS .3564 -.0760 -.1974 .8993 
( 42) (30) ( 3 4) (42) 
p=.010 p=.345 p=.132 p=.OOO 
-
-
PCO .4642 -.0889 -.1537 .6162 
( 4 2) (30) ( 3 4) (42) 
p=.001 p=.320 p=.193 p=.OOO 
PAD .6572 .0136 -.0224 .2333 
(42) (30) ( 3 4) (42) 
p=.OOO p=.472 p=.450 p=.068 
CDS -.3273 -.0396 -.0558 -.0331 
( 42) (30) ( 3 4) (42) 
p=.017 p=.418 p=.377 p=.417 
-
DFC 1.0000 .0369 .1053 .3942 
( 0) (30) ( 3 4) (42) 
p- p=.423 p=.277 p=.005 . 
-
PAGE .0369 1.0000 .8479 .0274 
( 30) ( 0) ( 3 0) (30) 
p=.423 p=. p=.OOO p=.443 
-
-
Table 2 (continued) 
CGAGE 
DAS 
Note. 
DFC PAGE CGAGE DAS 
.1053 .8479 1.0000 -.1029 
(34) ( 3 0) ( 0) (34) 
p=.277 p=.OOO p= • p=.281 
. 3942 .0274 -.1029 1.0000 
(42) (30) ( 3 4) ( 0) 
p=.005 p=.443 p=.281 p=. 
CGDAS 
CGCO 
CGAD 
ADL 
BURD 
SEVER 
FAMCO 
PSUP 
PSTR 
INCOM 
SGRP 
CGSEX 
CGILL 
YRSDX 
PDAS 
PCO 
PAD 
CDS 
DFC 
PAGE 
CGAGE 
DAS 
= Caregiver's Dyadic Adjustment Score; 
= Caregiver's Cohesion Score; 
= Caregiver's Adaptability Score; 
= Amount of Assistance in Daily Living 
Activities; 
= Caregiver Burden; 
= Patient's Severity of Illness; 
= Frequency of Nuclear and/or Extended 
Family Contact; 
= Perceived Support of Nuclear and/or 
Extended Family; 
= Perceived Stress of Nuclear and/or Extended 
Family; 
= Income; 
= Frequency of Support Group Attendance; 
= Caregiver Sex; 
= Caregiver Illness; 
= Years Since Diagnosis; 
= Patient's Dyadic Adjustment Score; 
= Patient's Cohesion Score; 
= Patient's Adaptability Score; 
= Couple's Discrepancy Score; 
= Distance From Center Score; 
= Patient's Age; 
= Caregiver's Age; 
= couple's Dyadic Adjustment Score. 
67 
68 
Secondary Multiple Regressions. Four additional 
multiple regressions were performed with caregiver burden 
as the criterion variable. In the first of these analyses, 
individual cohesion andadaptability scores replaced the DFC 
and CDS scores used in the primary analysis. It should be 
noted that Olson recommends against the use of individual 
cohesion and adaptability scores based upon his belief that 
they represent curvilinear data and are therefore 
inappropriate for linear analyses; however, other 
researchers argue that cohesion and adaptability scores 
derived from the FACES instruments reflect linear factors 
and subsequently are appropriate for linear analyses 
(Hampson, Beavers, & Hulgus, 1988; Y.F. Hulgus, personal 
communication, April 25, 1989; Pratt & Hansen, 1987). 
Other predictor variables regressed against caregiver 
burden included: marital satisfaction, frequency of 
nuclear and/or extended family contact, perceived support 
of nuclear and/or extended family, perceived stress of 
nuclear and/or extended family, and severity of illness. 
Using this configuration of variables, caregiver 
cohesion and severity of illness were significantly 
associated with caregiver burden (see Table 3). This 
· t' d d mult1'ple ~ = .50, with R2 = regressJ.on equa 10n pro uce a 
.25. such a finding indicates that greater burden is 
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significantly associated with a decrease in the caregiver's 
perceived cohesion of the marital relationship and an 
increase in severity of PD. As shown in Table 3, these two 
variables accounted for 34% of the total variance in the 
caregivers burden score. 
A second multiple regression was performed with the 
same set of predictor variables with the exception of the 
couple's DAS which was replaced by the caregiver's 
individual DAS score. Caregiver cohesion (F = 14.97, E < 
.0004) and severity of illness (F = 5.29, E < .0269) were 
again the best predictors of caregiver burden, with a 
multiple R = .SO and R2 = .25. 
The final two regressions with burden as the criterion 
variable included the following variables: ADL, caregiver 
marital satisfaction, frequency of family contact, 
perceived support from nuclear and/or extended family, 
perceived stress from nuclear and/or extended family, 
severity of illness, caregiver cohesion, caregiver 
adaptability, patient cohesion, patient adaptability, and 
caregiver illness. Using configurations taken from this 
set of variables, ADL was significantly associated with 
caregiver burden in both analyses (~ = .55, F = 18.97, £ < 
.0001, ~=.55, F = 18.97, E < .0001, respectively). 
caregiver cohesion followed ADL in the two analyses as 
Table 3 
Secondary Stepwise Multiple Regression on Caregiver Burden 
Variables Beta R 
Caregiver cohesion -.SO .50 
Severity of illness .30 .59 
* £ < • OS 
** £ < • 01 
Cumulative 
Per Cent of 
Variance 
F Explained 
14.97** .2S 
S.29* .34 
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significantly associated with burden (! = 14.76, £ < .0004, 
F = 14.76, £ < .00004, respectively). Therefore, from 
these subsequent analyses, ADL and caregiver cohesion 
emerged as the best predictors of caregiver burden (see 
Table 4). As ADL increased, caregiver burden increased; 
conversely, as the caregiver's perception of marital 
cohesion decreased, burden increased. 
Two additional stepwise multiple regressions were 
conducted to determine if other sets of variables were 
significantly associated with ADL. In the first of these 
equations, the predictor variables regressed on ADL were 
severity of illness, marital satisfaction, individual 
caregiver cohesion adaptability scores, and individual 
patient cohesion and adaptability scores. Only severity of 
illness was found to be significantly correlated with ADL 
(R = .48, F = 12.15, £ < .0012). 
The second supplementary regression analysis employed 
severity of illness and individual caregiver and patient 
scores on marital satisfaction, cohesion, and adaptability 
as predictor variables. Once again, severity of illness 
was the only predictor variable significantly related to 
ADL (~ = .48, F = 12.15, E.< .0012). Results from these 
supplemental analyses supported Hypothesis 12 which stated 
that severity of illness would be significantly associated 
Table 4 
Secondary Stepwise Multiple Regression on Caregiver Burden 
Variable Beta R 
Activities of daily .50 .56 
living 
Caregiver cohesion -.44 .70 
* 
** 
£ < • 05 
£ < • 01 
Cumulative 
Per Cent 
of Variance 
F Explained 
18.97** .39 
14.76** .57 
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with ADL; no support was found for the other hypotheses 
concerned with factors believed to be associated with ADL, 
11, 13, 14, 15, and 16, respectively. 
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While supplemental regression analyses confirmed 
severity of illness as the best predictor of ADL, such was 
not the case for marital satisfaction as the best predictor 
of burden. Although the primary multivariate analysis 
found marital satisfaction to be the best predictor of 
burden {Hypotheses 2 and 5), a different trend emerged in 
the secondary analyses. Although marital satisfaction and 
severity of illness were significantly associated with 
caregiver burden in some analyses, they failed to 
demonstrate a significant correlation with burden when ADL 
and caregiver cohesion were included in the same predictor 
set. ADL was found to be the best predictor of caregiver 
burden followed by caregiver cohesion. 
These findings also provided support for an 
association between caregiver cohesion and caregiver burden 
although not in the expected direction. Hypothesis 7 
stated that scores in the enmeshed range of caregiver 
cohesion would be associated with higher caregiver burden. 
The results, however, indicated that as caregiver cohesion 
increased to what Olson {1985) considers to signify 
enmeshment, burden decreased rather than increased. 
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Discriminant Analyses 
In order to determine whether or not certain variables 
of interest could successfully discriminate between those 
caregivers who reported high burden and those who reported 
low burden, a stepwise simple discriminant function 
analysis was performed. A median split on burden was 
conducted to form two groups. Group 1, the low burden 
group, consisted of those subjects who scored less than 27 
on the Burden Interview; Group 2, the high burden group, 
consisted of those caregivers who scored above 27 on the 
Burden Interview. Seventy-three per cent of Group 1 were 
females and 27% were males; 95% of Group 2 were females and 
5% were males. The discriminating variables entered into 
the stepwise analysis included: ADL, caregiver illness, 
years since diagnosis, severity of illness, overall marital 
satisfaction, perceived support from nuclear and/or 
extended family, perceived stress from nuclear and/or 
extended family, frequency of family contact, the couples 
DFC score, caregiver cohesion, and caregiver adaptability. 
Results revealed a significant function (~2 = 26.23 (6), P 
< .0002) with centroids of -0.94 for Group 1 and 1.04 for 
Group 2. The analysis resulted in the following 
standardized canonical discriminant function coefficients: 
ADL, .96; caregiver cohesion, -.45; the couples DFC, .41; 
perceived stress from nuclear and/or extended family, .39; 
caregiver illness, .29; and years since diagnosis, -.37. 
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The high burden group, Group 2, was discriminated from 
the Group 1 by higher scores on ADL, higher scores on the 
DFC factor, higher scores on perceived stress of nuclear 
and/or extended family, lower scores on individual 
caregiver cohesion, and a higher _incidence of caregiver 
illness (see Table 5). The canonical correlation for this 
discriminant function was .71, with i = .50. A subsequent 
classification analysis successfully predicted Group 1 
(lower burden) in 90.9% of the cases and 70.0% of Group 2 
(higher burden) cases. The overall correct classification 
for the two groups was 80.95%. 
Findings from this discriminant function generally 
supported those results generated by the multiple 
regressions with caregiver burden as the criterion 
variable. Once again, higher ADL scores and lower 
caregiver cohesion scores were associated with higher 
levels of caregiver burden. The couples DFC score, (i.e., 
a score which is assumed to represent the distance of a 
couple's cohesion and adaptability score from the center of 
the Circumplex model) was also a significant predictor 
variable. Based upon the consistent inverse relationship 
between caregiver cohesion and burden previously found, it 
Table 5 
F-Ratios from the Discriminant Function Analysis on 
Caregiver Burden 
Step Variable Wilks' Lambda Equivalent F 
1 ADL .71003 
2 Caregiver Illness .61201 
3 Perceived Stress .56488 
4 Years Since Diagnosis .54487 
5 Caregiver Cohesion .52391 
6 Distance From Center .49236 
* 12 < .05 
** p < • 01 
Note. ADL = Amount of Assistance in Activities 
of Daily Living. 
16.34** 
12.3 6 ** 
9. 7 6 ** 
7. 7 3 ** 
6. 54** 
6. 01 ** 
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is reasonable to assume that the DFC score is in the 
direction of greater disengagement on the cohesion 
dimension. Unfortunately, there is no available method to 
determine the direction of the DFC scores. This 
discriminant analysis provided limited support for 
Hypotheses 3 and 6 with perceived stress from nuclear 
and/or extended family emerging as a significant predictor 
of burden. 
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While the above discriminant function used burden only 
as the criterion variable, a multiple discriminant function 
analysis was performed to determine if groups could be 
successfully discriminated on the basis of burden and 
severity. Using the median split procedure on caregiver 
burden and severity of illness, four groups were created: 
Group 1, low severity, high burden; Group 2, low severity, 
low burden; Group 3, high severity, high burden; Group 4, 
high severity, low burden (see Table 6). The 
d iscriminating variables entered into the stepwise analysis 
were: amount of family contact, ADL, patient cohesion, 
c aregiver cohesion, patient adaptability, caregiver 
a daptability, the DFC score, the CDS, perceived support 
f rom nuclear and/or extended family, perceived stress from 
nuc lear and/or e xtended family, marital satisfaction, 
car e giver illness, and years since diagnosis. 
Table 6 
Groups in Multiple Discriminant Function on Burden and 
Severity 
Group 1 
Group 2 
Group 3 
Group 4 
Burden 
High 
Low 
High 
Low 
Severity 
Low 
Low 
High 
High 
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Results yielded two significant functions with the 
first function accounting for 74.52% of the between-groups 
variance and the second function accounting for 15.46% of 
the between-groups variance (see Table 7). Significant F-
raties for the predictor variables, standardized canonical 
discriminant function coefficients and group centroids 
produced by these functions are listed in Tables 8, 9, and 
10, respectively. On the whole, this classification 
analysis was able to correctly classify subjects into the 
four groups approximately 67% of the time. The equations, 
as constructed, were slightly better in predicting 
membership in Group 4 (70.0%) and Group 2 (75.0%) than in 
Group 1 (62.5) and Group 3 (58.3%). 
Although Functions 1 and 2 were both significant, the 
d ecision was made to interpret group discriminations on the 
basis of the more powerful function, Function 1, since it 
accounted for such a large portion of the between-groups 
variance. By examining the group centroids, the two most 
discrepant groups, Group 4 and Group 3, were revealed. 
Group 4 and Group 3 were similar on severity of illness, 
but differed on level of caregiver burden. While members 
of Group 4 and Group 3 both cared for PD patients who were 
judged as severely disabled, Group 4 members reported 
experiencing lower levels of burden in doing so. Group 4 
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Table 7 
Multiple Discriminant Function Coefficients and 
Chi-square Values 
Function Eigenvalue Pet of Variance Chi-square 
* 
** 
1 
2 
3 
£ < • 05 
£ < • 01 
1.95 
.40 
.26 
74.52 
15.46 
10.01 
59.4 7 ** 
20.58* 
8.36 
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Table 8 
F-Ratios from the Multiple Discriminant Function 
on Burden and Severity 
Step Variable Wilks' Lambda Equivalent F 
1 ADL .6425 7. os** 
2 CDS .5064 s. o o** 
3 CGCO .3848 4. 6 9** 
4 YRSDX .2710 4. 9 6** 
5 DAS .2239 4. 52** 
6 PCO .1917 4.14** 
* £ < .05 
** £ < . 01 
Note. ADL: 
CDS: 
CGCO: 
YRSDX: 
DAS: 
PCO: 
amount of assistance in activities of daily 
living; 
couples discrepancy score; 
caregiver cohesion; 
years since diagnosis; 
marital satisfaction; 
patient cohesion. 
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Table 9 
Standardized Canonical Discriminant Function Coefficients 
Variable 
ADL 
CGCO 
PCO 
DASb 
YRSDX 
CDS 
Note. ADL: 
CGCO: 
PCO: 
DAS: 
YRSDX: 
CDS: 
Function 1a Function 2 Function 3 
-.89692 .70547 .00075 
.99949 .09397 -.09126 
-.32160 -.72741 -.43105 
-.17144 .48346 1.11838 
.81402 .18907 .14324 
1.07978 .34742 -.53882 
amount of assistance in activities of daily 
living; 
caregiver cohesion; 
patient cohesion; 
marital satisfaction; 
years since diagnosis; 
couples difference score. 
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aQnly function 1 was used to interpret group 
d i scriminations. boAS was not interpreted since it did not 
reach .30. 
Table 10 
Canonical Discriminant Functions Evaluated at Group Means 
(Group Centroids) 
Group 
1 
2 
3 
4 
Note. 
Function 1 
-.73120 
.20130 
-1.45656 
2.09128 
Group 1 = Low 
Group 2 = Low 
Group 3 = High 
Group 4 = High 
Function 2 
-.27531 
-.82141 
.58359 
.50563 
Function 3 
-.94055 
.38622 
.29309 
.06273 
severity, high burden; 
severity, low burden; 
severity, high burden; 
severity, low burden. 
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was discriminated from Group 3 by higher scores on 
caregiver cohesion, CDS, years since diagnosis, and lower 
scores on ADL and patient cohesion. Thus, the predictor 
variables in this analysis were able to discriminate 
between caregivers who reported low burden in caring for 
severely disabled spouses (Group 4) and caregivers who 
reported high burden in caring for severely disabled 
spouses (Group 3). 
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Another interesting finding of this analysis concerned 
the relative position of Group 1 (low severity, high 
burden). Based upon group centroids, Group 1 was closest 
to Group 3 and furthest from Group 4. Like Group 3, Group 
1 was discriminated from Group 4 by higher scores on ADL 
and patient cohesion and lower scores on caregiver 
cohesion, years since diagnosis, and the CDS. Although 
Groups 1 and 3 differed on severity of illness, they were 
alike in terms of high burden. 
In this multiple function, as in the above simple 
stepwise discriminant function on burden, higher ADL scores 
and lower caregiver cohesion scores again predicted 
membership in a higher burden category. In addition, 
patient cohesion, CDS, and years since diagnosis also 
emerged as significant discriminators. 
In summary, a series of multiple regression analyses 
and discriminant function analyses were performed to 
determine the relationship of variables of interest to 
caregiver burden and ADL. Results of the various analyses 
and their support or nonsupport of the research hypotheses 
are presented in Table 11. 
Comparison of PD Caregivers and Dementia Caregivers 
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In an effort to determine how the average burden score 
reported in this sample compared with the average burden 
score for caregivers of dementia patients, a series of 
individual t-tests were performed comparing average burden 
scores reported by caregivers of dementia patients with the 
burden scores reported in this study. Every effort was 
made to match the dementia caregivers as closely as 
possible to the PD caregivers. In each case, the burden 
score was derived from Zarit's 22-item Burden Interview; 
however, the dementia samples included adult children along 
with spouses as caregivers whereas this sample was 
comprised of spousal caregivers only. 
Lund, Pett, and Caserta (1987) reported an average 
burden score of 33.2 for 45 caregivers of 
noninstitutionalized dementia victims. Sixty-four percent 
of these caregivers were spouses. An independent samples 
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Table 11 
Research Hypotheses, Analyses Performed, and Findings 
Hypotheses Analysis Performed Results 
1 Chi-square goodness s 
of fit 
2 Multiple Regression s 
(Primary Analysis) 
Multiple Regression NS 
(Secondary Analyses) 
Discriminant Function NS 
(Simple) 
Discriminant Function NS 
(Multiple) 
3 Multiple Regression NS 
(Primary Analysis) 
Multiple Regression NS 
(Secondary Analyses) 
Discriminant Function PS 
(Simple) 
Discriminant Function NS 
(Multiple) 
4 Multiple Regression NS 
(Primary Analysis) 
Multiple Regression PS 
(Secondary Analyses) 
Discriminant Function NS 
(Simple) 
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Table 11 (continued) 
Hypotheses Analysis Performed Results 
5 Multiple Regression s 
(Primary Analysis) 
Multiple Regression NS 
(Secondary Analyses) 
Discriminant Function NS 
(Simple) 
6 Multiple Regression NS 
(Primary Analysis) 
Multiple Regression NS 
(Secondary Analyses) 
Discriminant Function PS 
(Simple) 
Discriminant Function NS 
(Multiple) 
7 Multiple Regression NS 
(Primary Analysis) 
Multiple Regression NS 
(Secondary Analysis) 
Discriminant Function NS 
(Simple) 
Discriminant Function NS 
(Multiple) 
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Table 11 (continued) 
Hypotheses Analysis Performed Results 
8 Multiple Regression NS 
(Primary Analysis) 
Multiple Regression NS 
(Secondary Analyses) 
Discriminant Function NS 
(Simple) 
Discriminant Function NS 
(Multiple) 
9 Multiple Regression NS 
(Primary Analysis) 
Multiple Regression NS 
(Secondary Analyses) 
Discriminant Function NS 
(Simple) 
Discriminant Function PS 
(Multiple) 
10 Multiple Regression NS 
(Primary Analysis) 
Multiple Regression NS 
(Secondary Analyses) 
Discriminant Function NS 
(Simple) 
Discriminant Function NS 
(Multiple) 
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Table 11 (continued) 
Hypotheses Analysis Performed Results 
11 Multiple Regression NS 
(Primary Analysis) 
Multiple Regression NS 
(Secondary Analyses) 
12 Multiple Regression s 
(Primary Analysis) 
Multiple Regression s 
(Secondary Analyses) 
13 Multiple Regression NS 
(Primary Analysis) 
Multiple Regression NS 
(Secondary Analyses) 
14 Multiple Regression NS 
(Primary Analysis) 
Multiple Regression NS 
(Secondary Analyses) 
15 Multiple Regression NS 
(Primary Analysis) 
Multiple Regression NS 
(Secondary Analyses) 
16 Multiple Regression NS 
(Primary Analysis) 
Multiple Regression NS 
(Secondary Analyses) 
Note. s = support; 
NS = nonsupport; 
PS = partial support. 
t-test comparing the difference between Lund et al.'s 
sample and this study's sample was significant (!= 6.461, 
df = 86, £ < .05). This result indicates that caregivers 
of dementia patients experience higher levels of burden 
than do caregivers of PD patients. 
In a study examining the effect of support groups and 
individual and family counseling on caregivers of dementia 
patients living in the community, Zarit, Anthony, and 
Boutselis (1987) reported pretreatment burden score 
averages of 46.50, 38.43, and 43.26 for the support group 
(n = 44), counseling group (n = 36) and a wait list group 
(n = 39), respectively. A series of independent samples!-
tests examining potential differences between these groups 
and burden scores found in this study were computed. 
Results revealed that all three dementia groups reported 
significantly higher caregiver burden than this study's 
sample (see Table 12). 
Finally, Caserta, Lund, Wright, and Redburn {1987) 
listed average burden scores of 42.5, 34.1, and 43.4 for 
three groups of dementia caregivers, 57% of whom were 
spouses. Once again, a series of independent samples t-
tests found these means to be significantly higher that 
that of this study's overall PD caregiver sample {see Table 
13). It appears then that while spousal caregivers of PD 
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* 
Table 12 
Means, Standard Deviations, and t-tests on Caregivers 
of Dementia Patients and Caregivers of PD Patients 
GROUPS 
Caserta et al. PD Caregivers 
Variable t 
Burden M 34 . 1 M 27.74 7. 87 ** 
Intervi ew 
SD 14.7 SD 13.72 
N = 44 N = 43 
M 43.4 M 27.74 19.3 6 ** 
SD 17.4 SD 13.72 
N = 55 N = 43 
M 42.5 M 27.74 22.14 ** 
SD 14.7 SD 13.72 
N = 134 N = 43 
E. < .05 
** E. < .01 
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Table 13 
Means, Standard Deviations, and t-tests on Caregivers 
of Dementia Patients and Caregivers of PO Patients 
GROUPS 
Zarit et al. PO Caregivers 
Variable t 
Burden M 46.50 M 27.74 22. 71 ** 
Interview 
so 14.21 so 13.72 
N = 39 N = 43 
M 38.43 M 27.74 12. 89** 
so 13.24 so 13.72 
N = 36 N = 43 
M 43.26 M 27.74 20. og** 
so 12.30 ·SO 13.72 
N = 44 N = 43 
£ < .OS 
** 
.E < .01 
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patients do experience mild to severe burden in caring for 
their ill spouses, caregivers of dementia patients 
experience significantly greater burden in caring for their 
ill relatives. 
CHAPTER V 
DISCUSSION 
Little attention has been given to the family members 
of a person suffering from Parkinson's Disease despite the 
burgeoning body of research (e.g., Brody, 1988; Litman, 
1974) which strongly suggests that the family plays a 
crucial role in how a chronic illness is managed. Of 
particular importance is the long-term impact a chronic 
illness exacts upon the family caregivers. The intent of 
the present study was to examine caregiver burden among 
spouses of PD patients. The primary hypothesis of this 
investigation was supported as spousal caregivers of PD 
patients reported experiencing significantly more cases of 
mild to severe feelings of burden as opposed to little or 
no burden. This finding is consistent with those of other 
studies which have found that caregivers of chronically ill 
family members experience increased burden or strain 
(Ekberg et al., 1986; Fengler & Goodrich, 1979; Rabins 
et al., 1982). 
It has been well-accepted that caregiver burden among 
caregivers of dementia patients is linked to a higher 
incidence of physical, psychological, emotional, and 
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financial problems (Brody, 1988; Rabins et al., 1982). 
While the level of burden reported by this sample of PD 
caregivers was significantly lower than reported levels of 
burden by dementia caregivers (Caserta, Lund, Wright, & 
Redburn, 1987; Lund, Pett, & Caserta, 1987; Zarit, Anthony, 
& Boutselis, 1987), the average burden score was 
nevertheless in the mild to moderate category with 
individual scores reachin~ the severe range of burden. In 
light of the present results, it is reasonable to assume 
that PD caregivers run the risk of experiencing stress-
related physical and mental symptoms. Such a situation 
becomes even more likely when one considers that almost 
half the sample (41.9%) reported suffering from some form 
of chronic illness themselves. 
In addition to demonstrating the presence of elevated 
burden among spousal caregivers of PD patients, the present 
investigation was also concerned with determining what 
factors, if any, were significantly associated with 
caregiver burden and the amount of assistance provided by 
the caregiver to his/her spouse. Presented first is a 
brief discussion of the factors significantly associated 
with the amount of assistance in daily living activities 
provided by the caregiver to his/her spouse. Presented 
next is a lengthier discussion of various factors found to 
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be significantly associated with caregiver burden and their 
implications. Finally, limitations of this study and 
suggestions for future research are considered. 
Variables Associated with Activities of Daily Living (ADL) 
Only severity of illness was found to be significantly 
associated with ADL (hypothesis 12). Hypotheses 10, 11, 
13, 14, 15, and 16 were not supported as no family or 
demographic factors emerged as significantly correlated 
with ADL. 
From this finding, it appears that as severity of 
illness increases, the caregiver provides greater 
assistance in ADL for the PD patient. Although this 
finding was not unexpected since the patient's behavioral 
deficits represent the most direct way of assessing the 
demands made on the caregiver (Zarit, 1986), it was 
hypothesized that marital cohesion, adaptability, and 
satisfaction would be associated with the amount of ADL. 
Variables Associated with Caregiver Burden 
An interpretation of the primary and secondary 
regression analyses is presented first followed by an 
interpretation of the discriminant function analyses. In 
the primary multiple regression analysis on caregiver 
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burden, only marital satisfaction as measured by the Dyadic 
Adjustment Scale (DAS) was found to be significantly 
associated with caregiver burden (hypotheses 2 and 5). As 
burden increased, marital satisfaction decreased. This 
finding supports previous works which suggest that marital 
satisfaction is an important variable in mediating the 
amount of burden or strain experienced by spousal 
caregivers (Fengler & Goodrich, 1979; Niederehe & Scott, 
1987). It should be noted that the marital satisfaction 
scores were within ranges considered representative of 
functional relationships. 
When secondary analyses were conducted to complement 
and clarify the findings of the primary regression analysis · 
on caregiver burden, a different picture emerged. From 
these analyses, higher scores on ADL and severity of 
illness and lower scores on caregiver cohesion were found 
to be significantly associated with higher caregiver 
burden; of the three predictor variables, ADL accounted for 
the greatest amount of total variance in the caregiver's 
burden score. Thus, with the addition of ADL and other 
factors of interest, marital satisfaction was not found to 
be significantly associated with caregiver burden. 
However, another marital variable, caregiver cohesion, was. 
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The demonstration of ADL as the most significant 
predictor of caregiver burden for PD caregivers is 
generally consistent with other research that has found the 
amount of assistance in ADL required by an ill family 
member to be significantly correlated with burden or strain 
(Cantor, 1983; Robinson, 1983). While Zarit (1980) did not 
find measures of ADL to be significantly related to level 
of burden, it should be noted that most of the subjects in 
Zarit's 1980 study could be considered relatively 
independent (Fitting, Rabins, Lucas, & Eastham, 1986). 
Also, different measures of functional impairment in the 
literature on dementia pose problems in interpreting the 
relative influence of such factors on burden (Fitting 
et al., 1986; Dr. Bob Wilson, personal communication, 
Apr i 1 6, 19 8 9) • 
Since higher scores on measures of ADL represent 
greater dependence by the patient on the caregiver (Zarit 
et al., 1980), this finding implies that greater dependency 
by the PD patient upon the his/her caregiver is associated 
with higher caregiver burden. Several authors have noted 
the tendency for PD patients to become increasingly 
isolated from social contacts while becoming more dependent 
upon their spouses (Aminoff, 1987; Dakof & Mendelsohn, 
1988). It is interesting to note that Steinberg and 
Shulman (1981) found that a major complaint of wife-
caregivers was their husband's dependency. 
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A rather unexpected finding of these analyses was the 
pattern of higher caregiver cohesion scores associated with 
lower caregiver burden. This result would appear to be at 
odds with Olson's claim that the cohesion factor, as 
measured by the FACES III, is curvilinear in nature, 
especially since 9 of the 22 caregiver cohesion scores 
associated with lower levels of burden fell into what Olson 
considers the enmeshed range of cohesion. Instead, these 
results suggest that the cohesion factor is, as measured by 
the FACES III, linear and representative of a family 
member's perception of mutual support or togetherness. 
Thus, these findings tend to support those of others who 
claim that the FACES instrument yields a linear measurement 
on the cohesion factor (Hampson et al., 1988; Y.F. Hulgus, 
personal communication, April 25, 1989; Pratt & Hansen, 
1987). Hulgus (Y.F. Hulgus, personal communication, April 
25, 1989) reports finding a correlation of .67 between the 
cohesion factor on FACES III and the cohesion factor on the 
Family Environment Scale (FES) • According to Moos and Moos 
(1976) the cohesion factor on the FES represents the degree 
of commitment, help, and support family members provide for 
each other. 
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Assuming that cohesion was measured in a linear 
fashion and represents a family member's perception of 
family support or togetherness, several plausible 
explanations could account for this finding. First of all, 
caregivers might have been giving what they felt were 
socially desirable responses. Olson reports a relatively 
low correlation between the cohesion factor and social 
desirability (r = .35). It is also possible that the 
caregivers were in some way denying the severity of their 
situation. To admit to oneself the impact that a spouse's 
debilitating, progressive illness such as PD has on one's 
life and relationship is undoubtedly threatening. Denial 
is a common coping mechanism when faced with a life-
altering or life-threatening illness (Kubler-Ross, 1969). 
Cognitive dissonance (Aronson, 1976; Festinger, 1957) 
might also in part explain the association of higher 
caregiver cohesion scores with lower burden as well as the 
relatively high marital satisfaction scores. According to 
dissonance theory, when discordance exists between a belief 
and an act, an individual must change one or the other to 
reduce the state of cognitive discomfort. In the case of 
caring for an ill spouse, the well-spouse is unlikely to 
discontinue caring for his/her spouse and instead would 
change his/her attitude. Confronted with the potential 
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loss of one's personal time and interests that accompanies 
the task of caring for a chronically ill individual, it is 
reasonable to assume that caregivers could rationalize that 
the illness has not affected the quality of their 
relationship; consequently, caregiving behaviors would not 
be reported as burdensome or stressful. 
However, one might speculate that lower cohesion 
scores in part reflect the caregiver's sense of isolation 
and lack of support while higher scores represent a feeling 
of togetherness and mutual support in coping with the 
illness. Several studies have found that caregivers who 
report relatively high burden or strain also report feeling 
overwhelmed and isolated in their caregiving efforts 
(Chenoweth & Spencer, 1986; Fengler & Goodrich, 1979). 
Such an explanation would partially support findings 
reported by Niederehe and Scott (1987) who examined family 
factors influencing caregiver stress in senile dementia. 
Using the Family Environment Scale (FES) (Moos & Moos, 
1976), they also found a negative correlation between the 
cohesion dimension and caregiver strain. 
It should be noted that these caregivers of dementia 
patients, approximately half of whom were spouses, were 
presumably rating the cohesiveness of the entire family 
system rather than only the couple's cohesion as in this 
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study. Nevertheless, these findings suggest that an 
important mediating factor in caregiver burden or strain is 
how supportive or helpful the caregiver finds other family 
members, including her/his ill spouse. 
Of major interest in this study was the relative 
influence of severity of illness on caregiver burden. 
Numerous works in the area of dementia and caregiver burden 
have indicated that subjective factors related to the 
caregiver's context (e.g., amount of family contact) are 
more predictive of burden than severity of illness 
(Gilhooly, 1984; Scott et al., 1986; Zarit et al., 1980). 
Results of this investigation are more equivocal with 
regard to this relationship. While severity was not 
significantly associated with feelings of burden in the 
primary multiple analysis, it was a significant variable in 
two of the supplemental regressions. However, it accounted 
for a relatively small amount of the total variance. When 
ADL was added to the variable set in further analyses, 
severity was no longer found to have a significant 
relationship with burden. Since severity was the only 
significant variable associated with ADL, it is reasonable 
to assume that adding ADL to the predictor variables 
effectively accounted for the amount of variance in burden 
previously explained by severity. 
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In order to further clarify the findings of the above 
multiple regressions on caregiver burden, two discriminant 
function analyses were performed. While these are similar 
to the multiple regression technique, the discriminant 
functions allow for maximal discrimination between 
caregivers who report high and low burden. The first 
analysis, a simple stepwise discriminant function, divided 
caregivers into high and low burden groups. Higher scores 
on ADL and lower scores on caregiver cohesion were found to 
be significant predictors of the high burden group. In 
addition, the high burden group was discriminated from the 
low burden group by a higher incidence of caregiver 
illness, higher perceived stress from nuclear and/or 
extended family, fewer years since diagnosis, and extreme 
DFC scores. 
Thus, the high burden group was represented by 
caregivers who perceived little support or sense of 
togetherness from their ill spouse while providing him or 
her with a relatively large amount of assistance in 
activities of daily living. In addition, contact with 
other family members appeared to add to their stress level. 
Many of these caregivers also suffered from poor health and 
were therefore faced with the dilemma of caring for their 
i ll spouse while at the same time coping with their own 
declining health. This finding is consistent .with Harper 
and Lund's results (1989) which found that general health 
was inversely correlated with burden among daughters of 
noninstitutionalized dementia patients. However, Cantor 
(1983), in a survey of strain among caregivers, did not 
find health to be significantly associated with caregiver 
strain although 37.8% of spousal caregivers reported being 
in poor health. 
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Another finding of this discriminant function analysis 
was that higher perceived stress from nuclear and/or 
extended family was predictive of higher burden. This 
result is consistent with research on caregivers of 
dementia patients which has strongly implicated the role of 
family factors in mediating the degree of perceived burden 
(Scott et al., 1986; Zarit et al., 1980). Nor should this 
result be unexpected since additional stressful contact 
with other family members would only add to that which 
caregivers of a chronically ill person already face on a 
continual basis. 
This discriminant function analysis and subsequent 
classification analysis also suggest that over time, 
caregivers actually experience less burden in caring for 
their ill spouses implying that with time, caregivers are 
able to learn coping skills which help reduce their sense 
of burden. This finding is consistent with the results of 
others (Gilhooly, 1984; Zarit, Todd, & Zarit, 1986) who 
have found years since diagnosis to be correlated with 
measures of a caregiver's well-being. Gilhooly (1984) 
reported a positive association between length of illness 
and a caregiver's mental health; Zarit et al. (1986) also 
found that the caregiver's ability to tolerate problem 
behaviors of dementia patients actually decreased over 
time. According to these researchers, caregivers reported 
that they had learned to cope with problems more 
effectively or simply did not worry about them. Others 
reported establishing a daily routine which helped to 
reduce the stress around caregiving. Based upon clinical 
observations and the comments made by caregivers and their 
spouses, it is likely that caregivers in this sample who 
reported less burden adopted similar behaviors and/or 
attitudes. 
The final significant predictor of membership in the 
high burden group was extreme DFC scores. Although it is 
not possible to determine in what direction the extreme DFC 
scores lie, it is reasonable to assume that these scores 
were influenced by the cohesion factor and that more 
extreme scores in the direction of greater cohesion were 
predictive of lower burden. 
105 
Although comparisons between female and male 
caregivers were not possible due to the unequal number of 
female and male caregivers, it is instructive to note that 
the high burden group in the simple discriminant function 
consisted almost entirely of female caregivers. This 
observation is consistent with several works which have 
found female caregivers to be more distressed than their 
male counterparts in caring for an ill spouse ( Gilhooly, 
1984; Miller, 1987) but at odds with other studies which 
have not detected such differences (Fitting, et al., 1986; 
Zarit et al., 1986). 
The second analysis, a multiple discriminant function, 
divided caregivers into four groups on the basis of 
severity and burden. Using this classification procedure, 
higher ADL and lower caregiver cohesion were once again 
found to be significant predictors of higher burden. In 
addition, groups with higher burden were discriminated by 
lower patient cohesion, fewer years since diagnosis of PD, 
and higher CDS. 
As in the above analyses, ADL once again emerged as a 
significant mediating variable with caregiver burden. 
Obviously, the disease itself accounts for a certain amount 
of increased assistance from one's spouse; however, it is 
important to account for the differences in ADL among the 
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different groups since Groups 4 (low burden, high severity) 
and 3 (high burden, high severity) differed on reported 
burden but presumably cared for patients who were severely 
impaired. This distinction becomes even more striking when 
comparing Group 4 to Group 1 (high burden, low severitY.). 
Group 1 caregivers reported higher burden levels despite 
caring for spouses who were judged to be mildly to 
moderately impaired. 
Lower ADL scores could reflect the presence of 
additional support to the caregiver such as in-home nurses 
or domestic help. The presence of such help would 
theoretically lessen the amount of assistance in ADL 
provided by the caregiver and therefore reduce his/her 
sense of burden. 
An alternative explanation centers around the impact a 
chronic illness has on family organization and development. 
The onset of a chronic illness disrupts a family or 
couple's equilibrium as tasks and responsibilities must 
often be reassigned (Bruhn, 1977). When a couple or family 
is faced with this reorganization of roles and family 
structure, there exists the potential for the well-spouse 
to overfunction and the ill-spouse to underfunction (Walsh, 
1980). Kahn (1975) has referred to the "excessive 
disability" which is created when a caregiver provides 
unnecessary help or an overabundance of care to a patient. 
Thus, a situation could evolve in which caregivers provide 
greater assistance than actually needed by their spouses 
and experience greater burden or stress in the process. 
Rolland (1987) asserts that the onset of a chronic 
disease creates an intense pull toward mutual dependency 
and caretaking and that strong efforts must be made to 
ensure maximal autonomy for each family member. In 
examining the impact of chronic disease upon the family 
life cycle, he distinguishes three major phases, each with 
its own ill-related tasks: crisis, chronic, and terminal. 
Critical transition periods are seen as linking these 
phases together, and it is during these times that a couple 
or family can become "stuck 11 , unable to adapt successfully 
to the new demands incurred by the illness. For instance, 
an enmeshed couple or family, with its characteristic 
overinvolvement, may have great difficulty moving past the 
crisis phase into the chronic phase and as a consequence, 
remain unable to support maximal autonomy for each family 
member. 
It is plausible that caregivers in Groups 3 and 1 are 
11 stuck" in the crisis phase of Rolland's theory, while 
caregivers in Group 4 have successfully made the transition 
into the chronic phase. In other words, perhaps caregivers 
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in Group 4 have reorganized in such a way as to encourage 
autonomy or independence in the PD patient while caregivers 
in Groups 3 and 1, by overfunctioning, have encouraged 
greater dependency and incurred greater burden. 
Also consistent with the above analyses was the 
association of higher caregiver cohesion with lower 
caregiver burden; however, the trend of lower patient 
cohesion scores with lower burden is somewhat puzzling. It 
is conceivable that lower patient cohesiveness in some way 
represents less pressure or demand for closeness from the 
caregiver and instead reflects a more emotionally 
autonomous attitude on the part of the patient. 
One must also consider whether or not these cohesion 
incongruencies are in part due to the gender differences of 
the caregiver and patient populations. The patients were 
primarily male (83%), while the caregivers were primarily 
female (84%). As Gilligan (1982) has noted, males 
traditionally place less emphasis on personal relationships 
than females; consequently, it is plausible that the 
measurement of cohesion in this particular population of 
patients was artificially lowered. 
This pattern of higher caregiver cohesion and lower 
patient cohesion apparently was in part responsible for 
another somewhat unexpected but interesting finding of this 
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analysis: higher CDS was predictive of lower caregiver 
burden. This finding is an apparent reversal of what 
Olson's curvilinear theory would appear to suggest. 
According to Olson's theory, the CDS represents the amount 
of discrepancy or disagreement between spouses on cohesion 
and adaptability issues. This result could also in fact be 
an artifact related to the gender differences discussed 
above. 
Another possible explanation for the higher CDS with 
lower burden concerns how a chronic illness, in this case 
PD, affects a relationship. Based upon clinical 
observations, a frequent complaint of the caregiver is the 
lack of communication with the PD patient. As noted 
earlier, symptoms of PD include facial immobility which 
decreases the patient's nonverbal communication and speech 
difficulties which often limit the patient's verbal 
capabilities. Furthermore, caregivers often report feeling 
angry with their spouses yet feel guilty for feeling or 
expressing such anger toward them. 
One could speculate that the higher CDS represents a 
healthy amount of disagreement and contact between a 
chronically ill individual and his/her partner. Satir 
(1967) describes healthy relationships as ones in which 
individual members can be in touch with their feelings and 
clearly express those feelings within the context of the 
relationship. As Greenberg and Johnson (1986) argue, 
expression of anger or resentment can help establish clear 
personal boundaries and encourage greater independence. 
Therefore, it is conceivable that caregivers who are able 
to express disagreement and even anger in their 
relationships establish more appropriate boundaries and 
feel less burdened. 
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In summary, this investigation was exploratory in 
nature and should be replicated using stricter controls 
before generalizations can be made with regard to spousal 
caregivers of PD patients. Nevertheless, these preliminary 
results indicate that caregivers of PD patients do 
experience significant feelings of burden in caring for 
their ill spouses. 
The major factor in the amount of burden experienced 
by the caregivers appears to be how dependent the spouse is 
upon the caregiver for assistance in daily living 
activities. It was expected that this sort of dependency 
by the patient on his/her spouse would be illustrated as 
enmeshment on the cohesion factor of FACES III~ however, 
the results indicate that cohesion as measured by FACES Ill 
reflects a linear concept of cohesion or togetherness. 
As cited in the above review of literature, several 
studies on caregivers of dementia patients have found 
marital and family factors to be more predictive of 
caregiver burden than severity of illness (Fengler & 
Goodrich, 1979; Scott et al., 1986; Zarit et al., 1980). 
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In contrast to these studies, the hypothesized 
relationships between family variables and caregiver burden 
were not generally supported in this investigation. 
Neither frequency of family contact nor perceived support 
of nuclear and/or extended family demonstrated a 
significant relationship with caregiver burden. Overall, 
the caregivers described contact with their families as 
very supportive, a finding which parallels that of Scott 
et al. (1986). Perceived stress from nuclear and/or 
extended family was a significant predictor variable in the 
simple discriminant function with greater perceived stress 
from family associated with higher caregiver burden. It 
should be noted that only one item was used per measure of 
family contact, family support, and family stress. Perhaps 
with more in-depth measures of family contact and 
support/stress, a stronger relationship would be 
demonstrated. 
While the above measures of family variables displayed 
a relatively minor association with caregiver burden, such 
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was not the case for marital factors. Results indicated 
that the caregivers' perception of marital cohesiveness and 
to a lesser degree, marital satisfaction, were important 
mediating factors in the amount of perceived burden. Other 
marital factors, such as patient cohesion and the amount of 
disagreement on cohesion and adaptability dimensions of the 
marital relationship, also influenced caregiver burden; 
however, their roles in doing so were more difficult to 
interpret and deserve further clarification. It is 
possible that the FACES III is simply not appropriate for a 
population in which a family member suffers from a chronic 
illness. 
Perhaps one of the more interesting results of this 
investigation involves the repeated association of higher 
ADL and lower caregiver cohesion with higher burden scores. 
This pattern could be interpreted as supporting Atchley's 
(1988) observation that when a spouse becomes chronically 
ill, the marital relationship is likely to shift from one 
of interdependence to dependence. As a consequence of this 
one-sided flow of caring and support, intimacy between the 
spouses may be reduced and replaced with role-overload and 
emotional distress. Conversely, lower ADL and higher 
caregiver cohesion helped predict caregivers who reported 
lower burden despite caring for severely impaired spouses. 
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As a whole, these findings are generally consistent 
with other studies (George & Gwyther, 1986; Zarit et al., 
1980) which have emphasized the importance of the 
caregiving context and subjective factors on caregiver 
burden rather than the condition of the patient. While 
severity of illness was associated with caregiver burden in 
two of the analyses performed, other factors such as amount 
of assistance provided by the caregivers, marital dynamics, 
health of the caregiver, and years since diagnosis appear 
to have a greater impact on caregiver burden. 
Critique 
Any study is bound by a certain number of limitations. 
Perhaps the most obvious restriction of the current study 
lies in its design. As a descriptive study, with no 
control group, this investigation suffers from numerous 
threats to internal and external validity. Hence, the 
findings of this study must be viewed with caution. 
Another limitation of this study was the inability to 
obtain an equal number of male and female caregivers. 
Every effort was made to include a similar number of men 
and women in the study, but unfortunately, very few 
eligible male caregivers could be located. Although PD is 
only slightly more common in men that women, the 
overwhelming majority of couples belonging to DAPS consists 
of male patients and female caregivers. Perhaps this fact 
is in part due to the difference between the sexes in life 
expectancy and the tendency of men to marry women who are 
younger than themselves (Brody, 1988). Allen and Brotman 
(cited in Brody, 1988) found that with advancing age, the 
imbalance in the proportions of women to men rise sharply. 
For instance, between the ages of 65 and 74, women 
outnumber men at a rate of 131 to 100; between the ages of 
75 and 84, this ratio increases to 166:100, and by 85 and 
over, there are 224 women to every 100 men. 
In addition to the above difficulties, other problems 
arose in obtaining information from this particular 
population. Several caregivers who initially agreed to 
participate later declined presumably due to the heavy 
strain they were under in caring for their spouses. These 
caregivers cited such factors as lack of time, their own 
illnesses, and simply feeling too harried as reasons for 
not participating. 
Certain items on the various scales were also 
problematic. In particular, several items on the DAS were 
not applicable to this population (e.g., How often do you 
or your partner leave the house after an argument?; How 
often do you agree or disagree about career changes?) . 
Finally, the item created for measuring family contact 
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asked only about the amount of physical contact couples had 
with nuclear and/or extended family and as such was 
probably inadequate. A more complete measure would include 
other types of contact such as telephone conversations or 
letter writing. 
Suggestions for Future Research 
At present, little information is available on the 
amount of strain or burden family caregivers of PD patients 
experience. Because of the dearth of research on families 
of PD patients, and because Alzheimer's Disease is also a 
chronic neurological illness, the findings of research on 
families of dementia patients were often used as a 
reference point for this work. What is needed is more 
research on families and couples in which a member has PD. 
While results of this study indicate that spousal 
caregivers of PD patients do experience a significant 
degree of burden in caring for an ill spouse, future 
research is needed to support this claim. 
Efforts should also be made to clarify what variables 
are associated with increased caregiver burden; in 
particular, further investigation of marital factors 
appears warranted. A similar effort should be made to 
specify what factors, besides severity of illness, 
influence the amount of assistance provided by the 
caregiver to the patient. Based upon the results of the 
multiple discriminant function, it appears that certain 
caregivers and patients do not develop as much of a 
dependent relationship as other couples and thus, these 
caregivers report less burden. It is important to 
determine whether this pattern is due to factors such as 
in-home help and/or relationship dynamics. 
As noted above, this sample did not consist of an 
equal number of male and female caregivers thus limiting 
the study's ability to draw any inferences regarding gender 
differences on burden among PD caregivers. While equal 
sample sizes of male and female caregivers would certainly 
be desirable, future researchers might do well to consider 
recruiting an all-female sample. Caregiving has usually 
been defined as a woman's role, and as more and more women 
assert themselves with their male counterparts, certain 
conflicts are bound to arise. This situation may be 
particularly troublesome for middle-aged and older women 
who, looking to their later years as a period for new 
interests and greater independence, are suddenly faced with 
the task of caring for an ill partner (Brody, 1985). A 
time for personal opportunity and growth is abruptly 
transformed into a time of more sacrifice and work. While 
it is important for both male and female caregivers to be 
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educated and encouraged to take time for themselves and 
retain their own identity, it might be particularly true in 
the case of wife caregivers who have been socialized to put 
their husbands' needs first (Miller, 1987). 
Based upon clinical observations both in support group 
situations and in the data collection, a frequent concern 
from subjects centered around the difficulties experienced 
by caregivers in assuming role-responsibilities previously 
held by their now ill spouse as well as the increased 
number of roles a caregiver had to assume. Previous 
research in other areas of illness have found similar 
complaints. Steinberg and Shulman {1981) reported husbands 
as having problems assuming household responsibilities, 
while Miller (1987) found that wives had more difficulty 
assuming responsibility in financial areas and with 
everyday decisions such as the use of the car. Fengler and 
Goodrich {1979) found role-overload to be an important 
factor in differentiating low versus high distressed female 
caregivers. A study which focused on role changes and 
role-overload might be valuable both in targeting other 
sources of burden for the PD caregiver and in formulating 
i ntervention strategies. 
A final suggestion for future research in this area 
concerns the advisability of particular measures. Due to 
the difficulties in relating the findings of the FACES III 
to its underlying curvilinear theory, caution is urged in 
using this instrument with this population. Future 
researchers should also consider using some measure of 
social desirability to help determine the validity of the 
caregiver's responses. Admitting to someone else, and 
especially to oneself, the full impact of a spouse's 
chronic illness is understandably difficult; therefore 
responses by caregivers could in part reflect a desire to 
present the situation in the best possible light. 
One should also consider using well-being measures 
instead of burden measures to determine the degree of 
strain the caregiver is experiencing. While burden 
measures have gained wide acceptance in the study of 
caregivers of the chronically ill, they are limited in 
several ways (George & G\vyther, 1986). Because burden 
measures focus explicitly on caregiving, they are not 
applicable to noncaregivers. Thus, it is not possible to 
ascertain the relative burden which caregiving imposes. 
There is also the problem of asking caregivers to relate 
their task to its impact which possibly introduces a 
confounding of the two central concepts, that of the 
presumed stressor and its outcomes. Extant burden measures 
generally yield total scale scores even though caregiving 
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is believed to affect many facets of the caregiver's health 
and well-being. These summary scores potentially prevent 
the researcher from identifying the impact of caregiving in 
specific areas of a caregiver's life and therefore limit 
intervention strategies. 
Conclusion 
Sin6e the findings of this study suggest that spousal 
caregivers of PO patients experience heightened feelings of 
burden in caring for their ill spouses, services and 
information which would alleviate the strain of caregiving 
should be provided. While there is not yet a consensus on 
the overall effectiveness of support groups for caregivers 
of dementia patients, they are generally accepted as 
providing caregivers with information and emotional 
assistance (Wright, Lund, Pett, & Caserta, 1987). 
Furthermore, families who participated in support and 
education groups had lower institutionalization rates among 
their care receivers than caregivers who did not 
participate (Greene & Monahan, 1987). Such groups should 
encourage sharing of practical information, group 
cohesiveness, and the feeling of not being alone in one's 
p redicament (Wright et al., 1987). 
Spousal caregivers of PO patients should also be 
encouraged to explore respite care facilities, adult day-
121 
care centers, and in-home services. These services should 
give the caregiver a much needed rest as well as improving 
the patient's level of care. Finally, the finding that 
increased dependency by the patient results in increased 
caregiver burden demonstrates the importance of encouraging 
more autonomy among PD patients and less dependence upon 
their spouses in activities of daily living. 
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In closing, I hope you find FACES III of value in your work with couples 
and families. I would appreciate hearing from you as you make usc of this 
inventory. 
DHO:vmw 
Sino::~!~ ~d H. Obon. Ph.D. 
Professor 
FAMILY INVENTORIES PROJECT (FIP) 
Director: David H. Olson, Ph.D . 
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APPENDIX B 
CONSENT FORM 
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TEXAS WOMAN'S UNIVERSITY 
HUMAN SUBJECTS REVIEW COMMITTEE 
CONSENT FORM A (Written presentation to subject) 
Consent to Act as a Subject for Research and Investigation: 
The f ollOLJi_ng infort'r!a;ti on is to be read t o or read by the subject . One 
copy of th1-s form, s1-gne4 and witnessed, must be given to each subject . t. 
secon~ copy must be :r;zta1-ned ~y the i"!vestigator for filing wn th the Chair -
man ~~ the .Hwnan Sub;;_ects Rev1-ew Corrrmttee. A third copy may be made f or 
the 1-nvest1-gator's f1-Zes. 
1. I hereby authorize Joseph R. Hunter, Ph.D. Candidate 
(Name of person(s) who will perform procedure(s) 
or investigation(s)) 
to perform the following procedure(s) or investigation(s): 
(Describe in detail) Refe!' to page 8, Pa!'t II, GuidBZines. 
a. To collect demographic data concerning families participating in this project. 
b. To administer the following psychological tests: 
(1) The Family Adaptation and Cohesion Evaluation Scales III; 
(2) The Dyadic Adjustment Scale; 
(3) The Burden Interview; 
-(4) The Index of Independence in Activities of Daily Living. 
c. . I understand that the purpose of this study is to identify family dynamics 
or characteristics which may be associated with feelings of stress 
experienced by the caregiver of a person suffering from Parkinson's Disease. 
d. Debriefing: Upon completion of the study, a complete description of relevant 
details concerning the nature of the study along with a brief synopsis of 
results will be mailed at the request of the subject. Any areas of the study 
not disclosed or described prior to the treatment will be fully disclosed in 
this description. Should the need arise, Joseph R. Hunter, Ph.D. Candidate, 
will be available to answer any questions or concerns that the participants 
have concerning this project. 
2. The procedure or investigation listed in Paragraph 1 has been explained 
to me by either Joseph R. Hunter (principal investigator) or Betsy Davis 
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(please circle name) (Name) (research assistant ) 
3. (a) I understand that the procedures or investigations described in 
Paragraph 1 involve the following possible risks or discomforts : 
(Describe in detail) 
. ( 1) 
( 2) 
The inconvenience and/or embarrassment of revealing personal information 
on any of the psychological instruments and/or demographic questionnaire; 
The possibility that a participant's confidentiality could be violated. 
-2-
FORM A - Continuation 
3. (b) I understand that the procedures and investigations described in 
Paragraph 1 have the following potential benefits to myself and / or 
others: 
(1) The satisfaction of contributing to the scientific knowledge about families 
in which a member suffers from Parkinson's Disease; 
(2) The results of this study may point to factors which are associated with 
high levels of caregiver stress; this information may be useful for the 
patient in terms of improving his/her health care and for the patient's 
spouse in terms of improving his/her quality of life. 
3. (c) I understand that - No medical service or compensation is provided 
to subjects by the university as a result of 
injury from participation in research 
4. An offer to answer all of my questions regarding the study has been made. 
If alternative procedures are more advantageous to me, they have been 
explained. A description of the possible attendant discomfort and risks 
reasonably expected have been discussed with me. I understand that I may 
terminate my participation in the study at any time. 
Subject's Signature Date 
If the subject is a minor, or otherwise unable to sign, complete the following: 
Subject is a minor (age ___ ), or is unable to sign because: 
Signatures (one requires) 
Father Date 
Mother Date 
Guardian Date 
Witness (one required) Date 
APPENDIX C 
PHYSICIAN'S RELEASE OF INFORMATION FORM AND SEVERITY OF 
ILLNESS RATING SCALE 
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RELEASE OF INFORMATION 
I, , hereby authorize 
(name of patient) (name of physician) 
to release medical information to Joseph R. Hunter, Ph.D. 
Candidate, for use in research conducted under the authority of 
Texas Woman's University. I understand that such disclosure will 
be made for the purpose of educational research. I understand 
that my name will not be used and all participation in research 
is voluntary. I understand that I may withdraw my permission at 
any time without penalty. 
Signature ____________________ _ Date 
-----------
Signature ____________________ _ Date __________ _ 
Witness ______________________ __ Date 
-----------
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Physician's Rating Form 
Physician 
-------------------------------
Patient 
---------------------------------
Medical Diagnosis 
--------------------
Other significant medical conditions 
-------------------------
Severity of Illness Rating 
Stage 1---~~ (Unilateral lnvolvement only, usually with minimal or no 
functional impairment.) 
Stage 2-~----(Bilateral or midline involvement, without impairment of 
balance.) 
Stage 3-~--~ (First sign of impaired righting reflexes. This is 
evidenced by unsteadiness as the patient turns or is 
demonstrated when he is pushed from standing equilibrium 
with the feet together and eyes closed. Functionally the 
patient is somewhat restricted in his activities but may 
have some work potential depending upon the type of 
employment. Patients are physically capable of leading 
independent lives, and their disability is mild to 
moderate.) 
Stage 4---~--(Fully developed, severely disabling disease; the patient is 
still able to walk and stand unassisted but is markedly 
incapacitated.) 
Stage 5. (Confine_m_e_n_t~~to bed or wheelchair unless aided.) 
Note. From "Parkinsonism: onset, progression, and 
mortality" by M.M. Hoehn and M.D. Yahr, 1967, Neurology, !2, 
p. 433. 
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APPENDIX D 
QUESTIONNAIRE PACKET 
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INSTRUCTIONS 
Thank you for your participation in this study. The 
purpose of this research is to identify family dynamics or 
characteristics which may be associated with feelings of 
stress experienced by the caregiver of a person suffering 
from Parkinson's Disease (PD). Such information may be 
useful for the patient in terms of improving his/her health 
care and for the patient's spouse in terms of improving 
his/her quality of life. 
There are two packets to be filled out: one for the 
Parkinsonian patient and one for the spousal caregiver. It 
is important that the couple take their questionnaires 
separately and not discuss their answers until after they 
are completely finished; otherwise, the test results will be 
invalid. Please take the tests in the order that they are 
arranged and answer all questions. 
Please be as honest as possible in your answers. Your 
responses will be kept strictly confidential and your name 
will not in any way be used in the reporting of the results. 
Should you have any questions or concerns, please do not 
hesitate to contact me at the number provided below. Thank 
you again for your time and help. It is greatly 
appreciated. 
(214) 578-2273 (w) 
(214) 827-5632 (h) 
Randy Hunter 
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Activities of Daily Living Scale 
Patient's Name 
-----------------------------
Date ___ _ 
For each area of functioning listed below, circle the description that most 
applies. Please circle the actual amount of assistance or supervision 
re9uired by the patient and not the believed potential or actual 
ab~lity of the patient. 
A. BATHING--either sponge bath, tub bath, or shower. 
0 
Receives no 
assistance (gets 
in and out of 
shower/tub by 
self) • 
1 
Receives minor 
assistance (e.g. , 
bathing only one 
body part). 
2 
Needs moderate 
assistance (e.g., 
help in bathing more 
than one body part) • 
3 
Needs total 
assistance 
in bathing. 
B. DRESSING--includes underclothes, outer garments, braces, using fasteners. 
0 
Gets clothes and 
gets completely 
dressed without 
assistance. 
1 
Needs supervision 
and/or minor 
assistance (e.g., 
help in tying shoes). 
2 
Needs moderate 
assistance (e.g., 
help in putting on 
several articles of 
clothing) . 
3 
Needs total 
assistance 
in dressing. 
c. TOILETING--going to the bathroom for bowel and urine elimination; cleaning 
self after elimination, and arranging clothes. 
0 
Goes to bathroom, 
cleans self, and 
arranges clothes 
without any assist-
ance. 
1 
Needs supervision 
and/or minor 
assistance in 
e 1 imina tion, 
cleaning self, or 
arranging clothes. 
2 
Needs moderate 
assistance (e.g., 
help in going to 
bathroom, using 
bedpan, cleaning 
self, or arranging 
clothes. 
3 
Unable to go 
to toilet for 
elimination 
process 
(e.g., use 
of diapers) • 
D. TRANSFER. 
0 
Moves in and out 
of bed/chair with-
out assistance (may 
use object for 
support such as 
cane or walker). 
E. EATING. 
0 
Feeds self without 
assistance (e.g., 
able to cut food) • 
1 
Moves in and out 
of bed or chair 
with some help 
(e.g., hand lent 
for support) • 
1 
Feeds self except 
for assistance in 
cutting meat or 
buttering bread. 
F. TAKING MEDICATIONS. 
0 
Takes medication 
without supervision 
or assistance. 
1 
Needs supervision 
(e.g., help in 
remembering to 
take medication) • 
G. SHAVING OR PUTTING ON MAKE-UP. 
0 
Totally independent 
1 
Needs some 
supervision (e.g., 
pointing out a 
spot which needs 
to be shaved) • 
2 
Needs moderate 
assistance to get 
in or out of bed/ 
chair (e.g., legs 
need to be lifted 
onto. bed). 
2 
Needs close supervision 
and moderate assistance 
(e.g.,able to each with 
fork but food must be 
cut into small pieces). 
2 
Needs some assistance 
to complete task (e.g., 
some pills mixed with 
food for easier inges-
tion) • 
2 
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3 
Confined to 
wheelchair or 
bed. 
3 
Must be fed 
every bite 
or is fed 
through 
intravenous 
means. 
3 
Must be 
given all 
medication 
by care-
givers. 
3 
Needs some assistance 
(e.g., help in shaving 
difficult areas such as 
the upper lip, help in 
putting lipstick on) • 
Caregiver 
must shave 
or apply 
make-up 
in full. 
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THE BURDEN INTERVIEW 
Instructions: The following is a list of statements which reflect how 
people sometimes feel when taking care of another person. After each statement, 
please indicate how often you feel that way: never, rarely, sometimes, quite 
frequently, or nearly always. There are no right or wrong answers. Please 
answer as honestly as you can. Your responses will remain confidential. 
1. Do you feel that your spouse asks for more help than he/she needs? 
0. Never 1. Rarely 2. Sometimes 3. Quite frequently 4. Nearly always 
2. Do you ·feel that because of the time you spend with your spouse that 
you don't have enough time for yourself? 
0. Never 1. Rarely 2. Sometimes 3. Quite frequently 4. Nearly always 
3. Do you feel stressed between caring for your spouse and trying to 
meet other responsibilities for your family or work? 
0. Never 1. Rarely 2. Sometimes 3. Quite frequently 4. Nearly always 
4. Do you feel embarrassed over your spouse's behavior? 
0. Never 1. Rarely 2. Sometimes 3. Quite frequently 4. Nearly always 
5. Do you feel angry when you are around your spouse? 
o. Never 1. Rarely 2. Sometimes 3. Quite frequently 4. Nearly always 
6. Do you feel that your spouse currently affects your relationship with 
other family members or friends in a negative way? 
o. Never 1. Rarely 2. Sometimes 3. Quite frequently 4. Nearly always 
7. Are you afraid of what the future holds for your spouse? 
o. Never 1. Rarely 2. Sometimes 3. Quite frequently 4. Nearly always 
a. Do you feel your spouse is dependent upon you? 
o. Never 1. Rarely 2. sometimes 3. Quite frequently 4. Nearly always 
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9. Do you feel strained when you are around your spouse? 
0. Never 1. Rarely 2. Sometimes 3. Quite frequently 4. Nearly always 
10. Do you feel your health has suffered because of your involvement 
with your spouse? 
0. Never 1. Rarely 2. Sometimes 3. Quite frequently 4. Nearly always 
11. Do you feel that you don't have as much privacy as you would like 
because of your spouse? 
0. Never 1. Rarely 2. Sometimes 3. Quite frequently 4. Nearly always 
12. Do you feel that your social life has suffered because you are caring 
for your spouse? 
0. Never 1. Rarely 2. Sometimes 3. Quite frequently 4. Nearly always 
13. Do you feel uncomfortable about having friends over because of your 
spouse? 
0. Never 1. Rarely 2. Sometimes 3. Quite frequently 4. Nearly always 
14. Do you feel that your spouse seems to expect you to take care of 
him/her as if you were the only one he/she could depend on? 
0. Never 1. Rarely 2. Sometimes 3. Quite frequently 4. Nearly always 
15. Do you feel that you don't have enough money to care for your spouse? 
o. Never 1. Rarely 2. Sometimes 3. Quite frequently 4. Nearly always 
16. Do you feel that you will be unable to take care of your spouse much 
longer? 
o. Never 1. Rarely 2. Sometimes 3. Quite frequently 4. Nearly always 
17. Do you feel you have lost control of your life since your spouse's 
illness? 
o. Never 1. Rarely 2. Sometimes 3. Quite frequently 4. Nearly always 
18. Do you wish you could just leave the care of your 
spouse to someone else? 
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0. Never 1. Rarely 2. Sometimes 3. Quite frequently 4. Nearly always 
19. Do you feel uncertain about what to do about your spouse? 
0. Never 1. Rarely 2. Sometimes 3. Quite frequently 4. Nearly always 
20. Do you feel you should be doing more for your spouse? 
0. Never 1. Rarely 2. Sometimes 3. Quite frequently 4. Nearly always 
21. Do you feel you could do a better job in caring for your spouse? 
0. Never 1. Rarely 2. Sometimes 3. Quite frequently 4. Nearly always 
22. Overall, how burdened do you feel in caring for your spouse? 
o. Not at all 1 • A little 2. Moderately 3. Quite a bit 4. Extremely 
.L.J I 
FACES Ill: Couple Version 
David H. Olson, Joyce Portner, and Yoav Lavee 
1 
ALMOST NEVER 
2 
ONCE IN AWHILE 
3 
SOMETIMES 
4 
FREQUENTLY 
DESCRIBE YOUR FAMILY NOW: 
1. 
2. 
3. 
4. 
5. 
6. 
7 . 
•• -
9. 
10. 
11. 
12. 
13. 
14. 
15. 
16. 
17. 
18. 
19. 
20. 
We ask each other for help. 
When problems arise, we compromise. 
We approve of each other's friends. 
We arc flexible in how we handle our differences. 
We like to do things with each other. 
Different persons act as leaders in our marriage. 
We feel closer to each other than to people outside our family. 
We change our way of handling tasks. 
We like to spend free time with each other. 
We try new ways of dealina with problems. 
We feel very close to each other. 
We jointly make the decisions in our marriage. 
We share hobbies and interests toscther. 
Rules chanse in our marriaae. 
We can easily think of tbinss to do together as a couple. 
We shift household responsibilities from person to person. 
We consult each other on our decisions. 
It is bard to identify who the leader is in our marriage. 
Togetherness is a top priority. 
It is hard to tell who does which household chores. 
s 
ALMOST ALWAYS 
l5il FAMILY SOCIAL SCIENCE, 290 McNeal Hall, University of Minnesota, St. Paul, MN 55108 
(i) D.H. Olson, 1985 
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DAS 
Name __________________________________ ___ Date 
---------------
Most persons have disagreements in their relationships. Please 
indicate below the approximate extent of agreement or disagreement 
between you and your partner for each item on the following list. 
0 = Always agree 
1 = Almost always agree 
2= Occasionally disagree 
3 Frequently disagree 
4 = Almost always disagree 
5 Always disagree 
1. Handling family finances. 
2. Matters of recreation. 
3. Religious matters. 
4. Demonstration of affection. 
5. Friends. 
6. Sex relations. 
7. Conventionality (correct or proper behavior). 
8. Philosophy of life. 
9. Ways of dealing with parents or in-laws. 
10. Aims, goals, and things believed important. 
11. Amount of time spent together. 
12. Making major decisions. 
13. Household tasks. 
14. Leisure time interests and activities. 
15. Career decisions. 
0 = All the time 
1 = Most of the time 
2 = More often than not 
3 = Occasionally 
4 = Rarely 
5 = Never 
16. How often do you discuss or have you considered 
divorce, separation, or terminating your relationship? 
17. How often do you or your mate leave the house after a 
fight? 
18. In general, how often do you think that things between 
you and your partner are going well? 
19. Do you confide in your mate? 
20. Do you ever regret that you married? (or lived together) 
21. How often do you and your partner quarrel? 
~2. How often do you and your mate "get on each other's 
nerves"? 
23. Do you kiss your mate? 
Almost 
Every every Occasionally Rarely Never 
day day 
4 ----------- 3 ------------ 2 ------------ 1 --------- 0 
24. Do you and your mate engage in outside interests together? 
All of Most of Some of Very few None of 
them them them of them them 
4 ------------ 3 ---------- 2 -------------- 1 --------- 0 
How often would you say the following events occur between you 
and your mate? 
0 = Never 3 = Once or twice a week 
1 = Less than once a month 4 = Once a day 
2 = Once or twl.ce a month 5 = More often 
25. Have a stimulating exchange of ideas. 
26. Laugh together. 
27. Calmly discuss something. 
28. Work together on a project. 
There are some things about which couples sometimes agree and 
sometimes disagree. Indicate if either item below has caused 
differences of opinion or problems in your relationship during 
the past few weeks. (Circle yes or no) 
Yes No 29. 
Yes No 30. 
Being too tired for sex. 
Not showing love. 
31. The numbers on the following line represent different degrees 
of happiness in your relationship. The middle point, "happy", 
represents the degree of happiness of most relationships . 
Please circle the number that best describes the degree of 
happiness, all things considered, of your relationship. 
0 ------- 1 ------- 2 ------- 3 ------- 4 -------- 5 ------- 6 
Extremely Fairly A little Happy Very Extremely Perfect 
unhappy unhappy unhappy happy happy 
32. Please check one of the following statements that best 
describes how you feel about the future of your relationship. 
I want desperately for my relationship to succeed, and would 
go to almost any length to see that it does. -----
I want very much for my relationship to succeed, and will do 
all I can to see that it does. 
I want very much for my relationship to succeed, and will do 
my fair share to see that it does. 
It would nice if my relationship succeeded, but I can't do 
much more than I am doing now to keep the relationship going. 
It would be nice if it succeeded, but I refuse to do any more 
~han I am doing now to keep the relationship going. 
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My relationship can never succeed, and there is no more that I 
can do to keep the relationship going. 
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Demographic Questionnaire 
Patient's name 
-------------------------------
Age: ___ _ 
Spouse's name ____________________________________ _ Age: ___ _ 
Address --~-------------------------------
C~ty State Zip Code 
1. Number of years married 
---------
2. Previous marriages: Husband ____ _ Wife 
----
3. Additional family members living in household (if any): 
Name Age Relationship 
4. How supportive do you find those family members living in the home? 
(please circle appropriate number) 
1 
not 
at all 
2 3 4 5 
moderately 
supportive 
6 7 8 
extremely 
supportive 
5. How stressful do you find those family members living in your home? 
(please circle appropriate number) 
1 2 3 4 5 6 7 8 
---------------------------------------------------------------------
not 
'at all 
moderately 
stressful 
extremely 
stressful 
6. How often do other family members (e.g., son, daughter) visit 
you and your spouse? (please check appropriate blank) 
( 1) never__ ( 2) once/year ( 3) once/month 
( 4) once/week___ ( 5) twice/week__ ( 6) more than twice/week 
7. How supportive do you find the contact with extended 
family members? (please circle appropriate number) 
1 2 3 4 5 6 
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7 8 
not 
at all 
-------------------------------------------------------------------
moderately 
supportive 
8. How stressful do you find the contact with extended 
family members? (please circle appropriate number) 
1 2 3 4 5 6 7 
extremely 
supportive 
8 
-------------------------------------------------------------------not 
at all 
moderately 
stressful 
extremely 
stressful 
9. Are you the primary caregiver for any other family member? 
Yes No __ ~-
If yes, please llst names: ( 1) 
-----------------------------(2) ______________________ __ 
(3) ______________________ _ 
10. Approximate family income: 
$10,000 or less 10,001 - 20,000 __ 20,001 - 30,000 ___ _ 
30,001 - 40,000 ____ 40,000 - 50,001 __ __ 50,000 or over __ _ 
11. Approximate date patient was first diagnosed with 
Parkinson's Disease: ____________________ _ 
12. Are you presently suffering from any chronic or life-threatening 
illnesses? Yes No ___ _ 
If yes, please describe ______________________________________________ __ 
13. Are you presently attending a caregiver support group? 
Yes No 
If yes;· 'how often? 
(1) once/month __ _ (2) twice/month __ _ (3) three/month ____ __ 
(4) more than three/month ___ _ 
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14. Is respite care available? Yes No 
If yes, how often do you and your spouse use~ 
(1) once/week 
---
(2) twice/week ___ _ ( 3 l three/week 
---(4) once/month (5) twice/month 
---
(6) three/month 
---
